DOCUMENT RESUME 

EC 160 069 

Moore, Judith A.; And Others 

Extending Family Resources: A Project of National 
Significance. Second Edition. 

Spastic Aid Council, Inc., Seattle, WA. Children *s 
Clinic and Preschool. 

Office of Human Development Services (DHHS), 
Washington , D.C. 
Dec 82 
90DD0012/01 

98p.; Paper presented at the Annual Meeting of the' 
American Association on Mental Deficiency (107th, 
Dallas, TX, May 29- June 2, 1983). 
Speeches/Conference Papers (150) — Reports - 
Descriptive (141) 

MF01/PC04 Plus Postage. 

^Disabilities; *Family Problems; *Family Programs; 
Family Relationship; Intervention; *Models; Needs 
Assessment; *Stress Variables 
^Extending Family Resources Project 



The project. Extending Family Resources, was designed 
to assess the impact on 14 families of raising children with 
handicapping conditions and to implement a model program to reduce 
obstacles facing those families. The model emphasized incorporating 
under-involved relatives, friends, and neighbors into the family *s 
support network. Performance contracts were developed and regularly 
evaluated, and stipend money was available to help reduce barriers of 
expenses, time, and skills. Recruitment of family supports was 
undertaken by the families themselves as well as by project staff. 
Service plans addressed such needs as respite care, additional home 
programing, additional equipment, and transportation. Training 
focused on a variety of topics, including handling and positioning 
techniques, feeding skills, and behavior management. Data from 
analysis of family and staff impact revealed that family support 
systems with a variety of trained participants can reduce stress 
related to a child's handicapping condition. An analysis of the 
stipend component is followed by results of a survey of economic, 
social, and psychological factors contributing to family stress in 
448 cases. Stress ratings of the medium income group were frequently 
as high as or higher than those of the lowest income group. The 
severity of the child's disability was highly related to the number 
and severity of the parents* problems. (CL) 



ED 233 541 

AUTHOR 
TITLE 

INSTITUTION 

SPONS AGENCY 

PUB DATE 

GRANT 

NOTE 

PUB TYPE 

EDRS PRICE 
DESCRIPTORS 

IDENTIFIERS 
ABSTRACT 



****** **************** 

* Reproductions supplied by EDRS are the best that can be made * 

* from the original document. * 
*********************************************************************** 




rl: :U^^|PAIITMENT OF COUCATION 
.NATUIMAL INSTITUtE OF EDUCATION : 
EOUCATIOMAL RESOURCES INFORMATION 
CENTER (ERIC) 
This docurmini has been reproduced as 
received from the person or orgenixation 
originating *i. 
□ Minor changfes have been made to Improve 
reproduction quality. 




ERIC 



Extending 
Family ResouPGes 



M oone, Judith A., M. A. 

Hamerlynck, Leo A.,Ed.p. 
Barsh, Elizabeth T..M.S.W. 

Spieker, Susan, Ph.D. 

Jones, Richard R., Ph.D. 



December 1982 



EXTENDING FAMILY RESOURCES 
A Project of National Significance 



Supported by Grant Number 90DD00 12/01 
Awarded b^y the Department of Health and Human 
Services, Office of Human Development Services, 
Administration on Developmental Disabilities 



Judith A* Moore > M.A. 
Project Director 

Leo A. Hamerlynck, Ed.D. 
Primary Consultant 

Elizabeth T. Barsh, M.S.W. 
Family Clinician 

Susan Spieker, Ph.D. 
Research Associate and Family Clinician 

Richard R* Jones, Ph.D. 
Evaluation Consultant 



Special acknowledgement is given to: 

Joni Jerin 
Research Secretary 

Lilli Karamanos 
Research Assistant 



Copyright (c) 1982 

Children's Clinic and Preschool 
Spastic Aid Council, Inc. 
1850 Boyer Avenue East 
Seattle, Washington 98112 

Second Edition 



Paper presented at the Annual Meeting of the American 
Association on Mental Deficiency, 107th, Dallas, Texas 
May 29-June 2, 1983 



Table of Contents 



Chapter Page 

I. INTRODUCTION 1 

II. SERVICE MODEL 3 

A. Brief Description of Project 3 

B. Conceptual Background 5 

1. Historical Development of the EFR — 

Concept 6 

2. Theoretical and Empirical Bases of 

The EFR Concept 6 

C. Methods and Procedures 11 

1. Participation in the Service Model 11 

2. Family Supports—Recruitment of 

Volunteers, Friends and Relatives 13 

3. Family Service Plan ; 19 

4. Monthly Performance Contracts 22 

5. Stipends 24 

6. Family Training 26 

D. Results 29 

1. Description of the Families 29 

2. Barriers Addressed by Family Service 

Plans 29 

3. Training Parents and Extended Family 

Members 31 

4. EFR Services 33 



V 



EKLC 



6 



Chapter Page 

5- Impact of the Project on the Nuclear 

Family 34 

6. Impact on Staff 38 

7. Impact on Extended Family Members 38 

E\ Conclusions 40 

III. REVIEW OF DIRECT SUBSIDIES TO PARENTS 45 

IV- SURVEY FOR PARENTS OF CHILDREN WITH 

HANDICAPPING CONDITIONS 51 

A. Background 51 

B. Methods and Procedures 53 

1. Instruments 53 

2. Data Reduction 54 

3. Data Analysis 57 

C. Results 57 

1. Sample Characteristics 57 

2. Survey Findings 59 

D. Discussion 68 

REFERENCES 75 

APPENDICES 

A. Appendix A - Representative Graph of Daily 

Log Data 83 

B. Appendix B - Survey for Parents of Children 

With Handicapping Conditions 87 



v1 

7 

EKLC 



Figures and Tables 



Figure Page 

1 FRAMEWORK AND BASIC COMPONENTS OF EXTENDING 

FAMILY RESOURCES MODEL 4 



Table 



1 OVERVIEW OF FAMILIES PARTICIPATING IN SERVICE 

MODEL 14 

2 OVERVIEW OF FAMILY SERVICE PLAN GOALS, TRAINING, 
AND SERVICES PROVIDED FOR EACH FAMILY IN THE 

EFR PROJECT 30 

3 ALLOCATION OF STIPEND MONEY BY FAMILIES 37 

4 OVERVIEW OF PROGRAMS PROVIDING SUBSIDIES TO FAMILIES 

OF THE DEVELOPMENTALLY DISABLED 48 

5 COLLAPSING STRESS RATINGS INTO THE PROBLEM SCORE 
DICHOTOMY 56 

6 TYPICAL STATEMENTS FROM SURVEY CATEGORIES AND 
DISTRIBUTION OF STRESS RATINGS 58 

7 AVERAGE PROBLEM SCORES FOR CONTENT CATEGORIES AND 

TOTAL SURVEY 60 

8 CORRELATIONS BETWEEN DISABILITY SCORES AND PROBLEM 
SCORES, FOR CONTENT CATEGORIES AND TOTAL SURVEY 61 

9 AVERAGE STRESS RATING FOR CONTENT CATEGORIES AND 

TOTAL SURVEY ^ 62 

10 CORRELATIONS BETWEEN DISABILITY SCORES AND AVERAGE 
STRESS RATINGS, FOR CONTENT CATEGORIES AND TOTAL 
SURVEY 63 



vn 



8 




Chapter I 
INTRODUCTION 



The Extending Family Resources project was conducted at Children's 
Clinic and Preschool, operated by the Spastic Aid Council, Inc. in Seattle, 
Washington. Children's Clinir and Preschool is a private, non-profit 
agency which serves children with cerebral palsy and other neurological 
impairments. 

Extending Family Resources was funded as a one year "Project of 
National Significance" by the Administration on Developmental Disabilities, 
Office of Human Development. However, the points of view expressed in 
this monograph are solely those of the professionals involved with the 
Extending Family Resources project. 

The project was divided into two goal areas. The first was to assess 
the social, personal and financial impacts on families who are raising 
children with handicapping conditions. A survey was developed, distributed 
and analyzed for that purpose. The second was to implement a model service 
program to reduce barriers facing a family raising a handicapped child. 

The second chapter of this monograph describes the model service project 
and its results. The fourth chapter describes the family survey and its 
conclusions. Additionally, the third chapter reviews the use of direct 
subsidies with families. Monetary payments were made to families as part 
of the Extending Family Resources service model. Consequently, a review 
of current trends and practices in other settings is included for the 
reader's consitieration. 

This report is directed at a diverse audience including administrators, 
clinical staff, researchers, academicians and social service personnel. 
The contents add information to the field of developmental disabilities 
in both research and clinical areas which can aid in making future admin- 
istrative and program decisions. 
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Chapter II 
SERVICE MODEL 



Brief Description of Project 

The Extending Family Resources (EFR) project was a service model 
designed to reduce barriers to raising a handicapped child and extend 
the support systems of families with handicapped children. Families 
were helped to incorporate existing but under-involved relatives, friends 
and neighbors into the family's support network. For some families, it 
was necessary to supplement their existing network with community volun- 
teers. Relatives, friends and volunteers were inclusively referred to 
as "extended family members." 

Extending Family Resources was a year long project conducted at Children's 
Clinic and Preschool in Seattle, Washington. Children's Clinic and Preschool, 
operated by the Spastic Aid Council, Inc., is a multidisciplinary agency 
serving young .children with cerebral palsy and other neruological impair- 
ments. Children receive therapy and education programs; medical and 
family services are also provided. Participation in EFR was available 
to any client family, and constituted an additional complementary service 
for the child and family. Fourteen families were recruited from the 
Children's Clinic and Preschool population; two additional families in 
the project received basic services for their children elsewhere, which 
were then complemented by EFR services. 

The framework of the project was applied to all families, while elements 
within that framework were individualized according to each family's needs. 
The framework of the project is depicted in Figure 1. 

Families were invited to participate in the project. If they agreed, 
they were urged to recruit other family members, friends and neighbors. The 
nuclear family was assessed using a Daily Log of the primary caregiver's 
activities, family interview^ measures of social support and special expenses, 
conferences with treatment staff, and observations. Then the\ nuclear family 
and the Family Clinician met to draw up a Family Service Plan, which speci- 
fied areas of concern, goals and general plans of action. If volunteers were 
needed, this was specified in the Family Service Plan, and the process of 
recruiting and matching volunteers to families began. 

Monthly Performance Contracts, drawn up in family meetings in the home, 
translated Family Service Plan goals into detailed steps and activities. 
The contracts specified who was to do what, when, for how long, and for how * 
much, if any, stipend money. Performance Contracts drawn up in the earlier 
months of the project listed training sessions that extended family members 
were to attend, while subsequent Monthly Performance Contracts specified 
the service tasks, such as respite, programming, and transportation j that 
extended family members would perform. The extended family and Clinician 
met at least once a month to review and plan Performance Contracts. 
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stipend money was available to each family to increase extended family 
members' involvement with the child and reduce barriers to programming and 
other services. The family and Clinician decided together haw this money 
would be earned, and this decision was detailed in each Monthly Performance 
Contract. The use of the stipend was directed toward reducing barriers of 
expenses, time and skills. Families had available a stipend of $200 each 
month, and varied in how and why their money was used. 

A variety of evaluation measures was used to assess the impact of the 
project. The families were interviewed before and after the project, and 
they completed assessments about their financial situation and social supports. 
Daily Logs, which measured how much time the primary caregiver was involved 
in child care and other activities, were collected at the beginning of the 
project, and for the last six months of the project. Finally, data were 
collected on the manner in which each family progressed toward meeting its 
goals. These data included the types and number of hours of services pro- 
vided, the changes reported by the primary caregiver on her use of social 
supports, the quality of her daily life, and the use the family made of 
its stipend money. 



Conceptual Background 

The Extending Family Resources project operational ized a concept which 
originated in the experiences of professionals involved in delivering services 
to handicapped children and their families. In essence, the EFR concept 
emphasized utilizing the social network of a family to assure that the 
parents acquired the special skills necessary for parenting their handi- 
capped child, and that they were personally supported and assisted in their 
efforts by an "extended family,'' whose members consisted of relatives and 
family-like friends, neighbors and volunteers. 

The general goals of the EFR project were to: 

1. Help parents acquire the special knowledge and skills they 
need to raise and care for their handicapped child. 

2. Enable relatives, neighbors and volunteers to learn and 
practice ways of supporting parents of a handicapped child. 

3. Help relatives, neighbors and volunteers acquire the special 
knowledge and skills they need to provide care for the handicapped 
child. 

4. Extend educational and therapeutic programs for the handicapped 
child into the home environment through the family network. 

5. Facilitate the above goals, and the development of the family's 
social network, by reducing or eliminating physical, economic, 
behavioral, and motivational barriers to these activities. 
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The EFR concept focused on the reciprocal nature of social interactions 
between extended family members and the nuclear family of the handicapped 
child. The concept led to the development nf procedures to maintain positive, 
mutually supportive relationships among the members of the extended family. 
Generally, the procedures centered upon skills and knowledge related to the 
handicapped child. This background of shared competence and task orientation 
facilitated the positive nature of the interaction. This rationale was a 
basic component of all of the EFR project goals listed above. The EFR concept 
was new and unique i!^ terms of its employment of social support networks to 
relieve and assist handicapped children and their families. The concept, 
however, was soundly based on both clinical experience and scientific studies 
from a variety of disciplines concerned with parent-child relationships. 

Historical Development of the EFR Concept 

Based on his experiences designing and operating services for families 
of developmental ly disabled children, Hamerlynck first described the EFR 
concept in 1977 (Hamerlynck, 1977), when he reported that home-visiting 
parent trainers described their roles as family "aunts" or "grandmothers. 
Parent trainers found that mothers frequently wanted to talk to them about 
problems which were unrelated to the handicapped child. Recognition of the 
need for, and the ameliorating consequences of, the supportive roles of the 
parent trainer, contributed to the initial proposal to conduct an EFR project. 

Following several frustrating attempts to secure funds for a demonstration 
of the concept, the Foster Extended Family (FEF) project was conducted. The 
FEF project provided training and other support services to foster families 
of severely handicapped children— children who would have been placed in an 
institution if special foster care was not available. This project consti- 
tuted the pilot study for the EFR project, and the clinical procedures and 
components of EFR were developed at this time (Hamerlynck, 1980; Hamerlynck 
& Moore, 1982; Barsh, Moore & Hamerlynck, in press). 

In summary, the EFR concept had its roots in the practical experiences 
of professionals in the human service fields of parent training and early 
intervention. The EFR concept also had theoretical and empirical roots in 
a number of disciplines. These range from the fields of stress and coping, 
family and parenting, early intervention, mental health, and early childhood 
education. The following section will review the literature relevant to the 
EFR concept. 

Theoretical and Empirical Bases of the EFR Concept 

The EFR concept predicts that all of the individuals participating in 
the project: the handicapped child, the parents and siblings of the child, 
and the extended family members, would benefit. Support for this idea is 
presented below, in relation to each of the five EFR project goals. 

1. Help the parents acquire the special knowledge and skills they 
need to raise and care for their handicapped child. 
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Parents of handicapped children perceive that a lack of information 
about their children's condition and their lack of appropriate skills, 
constitute barriers to their providing the best possible care for their 
children (Brewer & Kakalik, 1979; Tarran, 1981). Much of the emotional 
distress observed in parents of handicapped children can be accounted for 
by a lack of information and skills (Matheny & Vernick, 1969). Helping 
parents acquire information and skills, as well as practical assistance 
in their child's care, is of major importance in reducing stress related 
to the handicapped child (Bobath & Finnie, 1970). It is particularly 
important for parents to acquire behavior management skills that are geared 
to their developmental ly disabled child (Mash, Hamerlynck & Handy, 1976; 
Mash, Handy & Hamerlynck, 1976; Hamerlynck, 1979). 

Once parents have acquired the competence engendered by the acquisition 
of useful skills and knowledge, they would be more confident and less dependent 
on others to solve their family's problems. They should gain reasonable hopes 
and expectations of themselves as parents and as individuals. Finally, they 
should experience some reduction in emotional stress related to their child's 
handicap. 

2. Enable relatives, neighbors and volunteers to learn and 
practice ways of supporting parents of a handicapped child. 

Social support has a number of benefits. Research has indicated that 
parents who themselves feel supported are more involved with their children 
(Barnard & Kelly, 1980). The concept of social support as a moderator of 
life stress has attracted the attention of medical and mental health practi- 
tioners. Social support buffers the impact of stressful life events (such 
as caring for a disabled child), and reduces the risk of physical illness, 
depression, and anxiety (Dean & Lin, 1977). 

The addition of a child to a household is itself a family life change 
and a stressful event. This event is even more stressful if the child is 
handicapped. Parenting a handicapped child demands more emotional and 
physical adjustments than does parenting a normal child (Holroyd, 1974; 
Holroyd & McArthur, 1976; Gath, 1977). All such families can be considered 
to be at risk and especially in need of supportive resources. 

Researchers have noted, however, that families of handicapped children 
tends in fact, to be socially Isolated (Call, 1958; Korn, Chase & Fernandez, 
1978). Such families are at risk to fail to develop a network, just when 
they need it. Therefore, special help and encouragement to develop a net- 
work of social support may be needed for families who seem to have withdrawn 
into themselves in response to a child's handicap. This was a primary 
focus of the Extending Family Resources project. 

Research has shown that families with higher levels of positive social 
support experience less stress in connection with raising a handicapped 
child (Nevin & McCubbin, 1979). This evidence substantiates the basic 
premise of the EFR project: by enhancing a family's support system, the 
stresses experienced by parents in rearing a handicapped child are buffered. 
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By supporting the parents, we decrease their physical and emotional vulner- 
ability to stress, and increase their ability to be involved with their 
child and create a supportive environment for the child's development* 

Social relationships can provide both costs and benefits. The 
frequency of social contacts alone is not an adequate measure of social 
support (Wahler, 1980). Some families of handicapped children may have 
a dense extended family social network, and still perceive that their 
support is inadequate because they cannot rely on extended family members 
for help with their child or to provide emotional comfort for problems 
related to their child- 
One reason why extended family members may not support the parents 
of a handicapped child, is that they simply do not know what to do. The 
Extended Family Resources project was designed to convert any existing 
family networks into a support network for parents of handicapped children, 
by helping extended family members learn ways of being supportive with 
skills for training, managing and working with the child. For families 
without individuals to utilize in their support networks, the project 
helped to recruit and train "volunteer extended family members" who also 
provided the range of supports to the family. 

3. Help relatives, neighbors and volunteers acquire the special 
knowledge and skills they need to provide care for the handicapped 
child. 

The relationships fostered by participation in the EFR project would 
result in at least two kinds of support for parents: (a) emotional support, 
and (b) practical support. Extended family members who have the knowledge 
and skills they need to handle a handicapped child would be able to provide 
both types of support to families. The child would also benefit by the 
achievement of this goal. Finally, extended family members themselves would 
benefit From acquiring and using both social and practical support skills 
through the EFR project. 

One such benefit is the participation in mutually supportive relation- 
ships with families of handicapped children (Warren, 1981). Volunteers 
would have the opportunity for rewarding experiences in which they would 
receive as well as give. The EFR project would offer a reasonable and 
valuable role for concerned and caring people. Another benefit is the 
potential for volunteers to improve their understanding and awareness 
of developmental disabilities (Blackard & Barsh, 1982b). 

The Peace Corps, Vista, and similar programs of service appealed to 
a significant component of our population. These were people of all ages 
who wanted to help others in need. "Volunteerism" is the term often used 
to describe their attitudes and activities; there are many people who are 
seeking a way to add a qualitative aspect to their lives by helping others. 
Extending Family Resources would provide the means for the expression of 
such concern. Because it would not demand the full-time commitment re- 
quired for an adoption or foster home, it could allow a larger number of 
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concerned people to be involved. The roles of foster aunt, uncle, or cousin, 
have varying demands. They would permit people to be involved as extended 
family members in accord with their individual skills and availability. 
Professionals, such as teachers and lawyers, and their families could 
participate without severe disruption to their careers or busy schedules. 
The opportunity to accomplish a meaningful task, with reasonable time 
demands, would provide a general benefit to our society and a specific 
benefit to the handicapped and their families (Schindler-Rainman & Lippitt, 
1977). 

4. Extend educational and therapeutic programs for the handicapped 
child into the home environment through the family network. 

One extra demand that parents of special children experience is the 
need to be active in their children's education and therapy programs. Re- 
search has shown that early intervention programs which concentrate on 
parent involvement are more effective in producing long-term developmental 
gains (Shearer & Shearer, 1972). Bronfenbrenner (1975) concluded that the 
most effective programs: (a) begin when the at-risk children are very 
young; (b) are home-based; (c) stress parent involvement; and (d) encourage 
reciprocal interaction between mother and child. 

Professionals are recognizing the importance of the early experience 
between child and parent for the child's development. However, in their 
efforts to facilitate this process, they may forget that the reality of 
interacting with the handicapped child for 24 hours a day is different 
from being with the child two-three hours a day (Paul & Beckman-Bell , 1981; 
Turnbull & Turnbull, 1982 ). It is often hard for parents to carry out a 
home training program in addition to all the other demands of caring for 
their child. 

Thv5 goals of the EFR project were to support parents in their efforts 
to incorporate educational and therapeutic activities into home life, and 
increase the number of individuals capable of doing this by training and 
educating extended family members. The results of assuring that a handi- 
capped child lives and develops in the most normal environment possible 
are self-evident. The positive results of early intervention in the home 
environment have been documented (Barnard & Kelly, 1980; Howard, 1978). 
If the nuclear family is "normalizing" for a handicapped child, then an 
extended family would provide a "supernormalizing" environment. 

The participation of extended family members of all ages and interests 
would mean that more "natural teachers" would be interacting with the child 
than would be the case if only the nuclear family were involved. Extended 
family members would have their own homes available for care, play, and 
program activities. Thus a number of natural sites and teachers would be 
available for generalization of the child's skills, in addition to the 
usual settings of the child's own home and center-based program (Rose & 
Gottliebs 1981). There would be more opportunities for incidental learning 
by the child (Stokes & Baer, 1977). All of these consequences of the child's 



association with a variety of caring people, who could also carry out 
activities with the child in their own homes, would enhance the child's 
development while reducing time and effort related to stress in the nuclear 
family. _ 

5. Facilitate the above goals, and the development of the family's 
social network, by reducing or eliminating physical , economic, 
behavioral, and motivational barriers to these activities. 

Although each family would experience a unique set of barriers to 
the accomplishment of the above goals, the types of barriers that commonly 
exist have been identified by a number of researchers. One way of conceptu- 
alizing barriers is in terms of deficiencies in family resources. Resources 
include family finances, education, and qualities like family adaptability 
and cohesiveness. Resources also include the personal and psychological 
strengths of individual family members, such as perceived control and self- 
esteem. Coping strategies, such as the use of social supports in managing 
stress, are also family resources. In general, families who have high 
levels of resources are more able to cope positively with-stressor events, 
such as rasing a child with a handicapping condition (McCubbin & Patterson, 
1981; Breslau, Staruch & Mortimer, 1982; Korn, et al., 1978; Friedrich, 1979). 

The EFR project was designed to help families increase and strengthen ..... 
their resources through a combination of education, training and support 
services. Educational and skills training would enable families to increase 
their understanding of their child's handicapping condition and to cope more 
effectively with the child's special needs at home. Support services would 
be provided by a Family Clinician as well as extended family members. Extended 
family members would provide social support to the parents, exemplified in 
the concrete services of respite care and child transportation. The Family 
Clinician, working closely with the nuclear family and extended family 
members, would provide clinical support services to reduce motivational and 
behavioral barriers (Hamerlynck, 1979). The Family Clinicians would also 
help families learn better problem-solving methods, time management, stress 
management and life planning. The Clinicians would help families develop 
the social skills needed to manage their support systems. Family Clinicians 
would focus on positive expectations of change and work to build upon the 
family's strengths. 

The family's financial resources were to be strengthened through a 
system of family stipends. Stipends were developed for use as an incentive 
system and were to be contingent upon family members participating in training 
sessions and supplying services to the child and other family members. As 
a short-term incentive, the stipends were to be a reinforcer to the family 
for participation in specific events to benefit the child and family; as a 
lono-term incentive, the stipends were to help each family reduce its barriers 
to raising their handicapped child. Precedent for support stipends to natural 
parents was based on the Family Subsidy Program implemented in North Dakota 
in 1980. Furthermore, research has shown that "parenting salaries," contingent 
upon the parents' report of cooperation with a social learning-based treatment 
program, resulted in higher compliance rates and lower attrition rates 
(Fleischman, 1979). 
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In conclusion, the Extending Family Resources Project was designed to 
implement a concept which called for reducing stress in the families of 
handicapped children by utilizing social networks to provide emotional 
support and practical assistance related to the care of their handicapped 
children. The concept was a new and unique synthesis of ideas arising 
from professional experience and research on children and families. The 
following sections of this report will detail the methods, results, and 
implications of the project. 



Methods and Procedures 

Participation in the Service Model 

The Extending Family Resources service model enabled families of 
developmental ly disabled children to develop an active support system—in 
the form of an "extended family." Extended family members included those 
relatives (e.g., grandparents, aunts, uncles) as well as those non-relatives 
(e.g., friends, neighbors, community volunteers) who together participated 
in the activities of the service model and provided supportive services to 
the families. Families were selected for participation on the basis of need 
for services, and interest and willingness to participate. 

Recruitment and selection process: the initial interview . Seventeen 
families, either self-referred or staff-referred, were contacted by telephone 
and then, if interested, personally interviewed in their homes. The interviews 
had two purposes: (a) to provide information to the families about the project 
so they could decide if they would benefit from participating, and (b) to 
solicit information in order to determine whether the families would benefit. 
A number of child and femily related stress factors were discussed. Information 
was gathered on how the families typically responded to stress and in what 
specific ways they felt the project would be beneficial to them. If a family 
decided to participate, then this initial interview also was used to begin 
laying the groundwork for the Family Service Plan. 

Sixteen of the 17 families interviewed were enthusiastic about the 
project and decided to participate. Only one family interviewed decided 
not to participate in the project. In that case, the parents felt that 
they already had adequate supports and did not need the additional traininig 
or financial benefits associated with the project. 

A number of issues needed to be addressed during these initial interviews 
with families. One frequently mentioned reservation related to the project 
requirement that a minimum of three people outside the nuclear family be in- 
volved. Some parents were uncomfortable approaching relatives or friends, 
and others thought they did not know anyone who would be willing to spend 
time with their child. They were reassured that if a family could not 
obtain agreements to participate from at least three extended family members, 
project staff would recruit volunteers from the community to work with the 
family. Occasionally, parents were reluctant to accept "strangers" becoming 
involved with their child. They were reassured that all volunteers would be 
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carefully screened and trained, and that families would make the final 
decision on volunteers assigned to them. 

Another frequently encountered concern was the amount of time and 
energy to be devoted lo the project. Since these families were already 
experiencing some degree of stress in meeting their children's needs, 
they were naturally concerned that their participation in the project 
not add additional demands. They were concerned about the number, length 
and location of family meetings. Would the project take too much time out 
of their already busy schedules? Would the project require changes in the 
way they usually dealt with their children? As they began to understand 
the nature and purpose of the project, their reluctance diminished. They 
were reassured that the project was intended to support them, not make 
more work for them, and that all meetings and training sessions would be 
scheduled at their convenience. 

Need for services . All of the families were experiencing some degree 
of stress in relation to their children at the outset of the project. At 
the extreme, the stresses had reached the point to which one family was 
considering foster placement for its children; this family was referred to 
the project by a child welfare agency in the hopes that extensive supportive 
services could prevent family break-up. Another highly stressed mother had 
placed her child in foster care. Less stressed families viewed their involve- 
ment as a way to prevent future problems by learning to deal with their 
present situation in better ways. 

The most frequently reported stress factors for all families were: 

1. Lack of time and energy because of the demands of child care. 

2. Lack of adequately trained babysitters. 

3. Guilt over not "working" with the child more at home. 

4. Frustration with the child's behavioral problems. 

5. Worry over the child's medical condition. 

Some families were faced with other problems. Seven families were 
single parent families, with the mother, and in one case the grandmother, 
as head of household. Unemployment was a oroblem in four of the families; 
lay-offs and the difficulty of finding work were stressful experiences for 
the working as well as the non-working members of the family. Eight of the 
families were low income, receiving benefits from public assistance, SSI or 
other government programs. 

Characteris ics of families . Of the 16 families participating in the 
EFR service mode • three families were able to utilize their own existing 
network of relatives, friends and neighbors to make up their extended families. 
These families had a strong commitment to working within their own family 
groups and objected to the use of volunteers. In contrast, four of the families 
relied exclusively on volunteers. These were families who either had no relatives 
or close friends on which to rely, or could not obtain commitments from relatives- 
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or friends. These families were more socially isolated, with no support 
systems upon which to build. Most (nine) of the families, however, 
supplemented their existing support networks with the addition of volunteer 
helpers. In each of these families, volunteers became part of an existing 
circle of people, all of whom learned new supportive roles in relation to 
the child and family. Table 1 gives an overview of characteristics of 
families participating in the project. 

Family Supports - Recruitment of Volunteers, Friends and Relatives 

There were a total of 84 extended family members participating in the 
EFR service model for at least three months: 25 relatives, 24 friends, 
and 35 volunteers. Prior to this project, these people had not been in- 
volved with the children. Recruitment of these extended family members took 
place by two methods— recruitment by the families and recruitment by project 
staff. 

Recruitment by families . All parents were asked to enlist the aid of 
at least three of their relatives and friends. In many cases, nearby 
relatives and friends were available but under-utilized. In most cases 
it was possible to identify and overcome the barriers to their involvement. 

Reluctance to ask for help . There were several reasons why many 
parents were reluctant to ask their friends and neighbors to participate. 
Parents were afraid others would refuse. Often families did not know how 
to state their request for help. Sometimes, families felt that relatives 
and friends should help on their own, without being asked. In any case, 
parents were often reluctant to leave their child in the care of someone 
else. The Family Clinicians helped families overcome these hesitancies. 
In almost every instance, once relatives and friends were invited, they 
decided to participate. 

Time. Families often felt their relatives and friends could not 
participate because of time commitments. Since meeting times and training 
sessions were scheduled on a family by family basis, it was possible to 
arrange a convenient schedule to include everyone. Approximately 75% of 
all meetings associated with the project were held during evening or weekend 
hours in families' homes. 

Resources . Families often expressed concern about the financial 
drain on their relatives and friends. The training stipends and expense re- 
imbursements were an incentive to those who wished to participate but who 
could not do so financially. 

Skills and knowledge . The most frequently encountered barrier 
to involvement was relatives and friends not knowing what to do and not 
understanding the child's handicap. They were anxious that they would do 
more harm than good. For a severely involved child, this anxiety was 
justified in that the child's needs required specialized care and handling. 

Once it was understood that training was provided in relation to 
their involvement with the child, the anxiety over "what do I do?" was 
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21 



1 



f OF MONTHS 

AGE, SEX & DISABILITY ACTIVE IN 

NUCLEAR FAMILY OF CHILD EXTENDED FAMILY SERVICE MODEL CHARACTERISTICS 

11 Mother 2 year old White female; ' m. grandparents (2) 10 • middle income 
Father hypotonic/athetoid godparents (2) - only child 

quadriplegia, micro- p. aunt (1) ■ completed project 

cephaly; developmental friends of family (3) 

delays babysitter (1) 

Total = 9 

12 Mother 3 year old Black rale; p. grandmother (1) 3 - unemployement 
Father right spastic hemiplegia p. aunt (1) problems 

secondary to a cerebral m. aunt/uncle (2) ■ low income 

vascular accident during friends of family (2) - one non-handicapped, 

surgery for congenital volunteers (2) sibling 

heart disease, Seizure Total = 8 - family did not 

disorder well -control led; complete project 
developmental delays 

13 Mother Ih year old White (rale; P. grandparents (2) 10 - unemployment problems 
Father severe spastic athetoid p. aunt/uncles (5) - middle income 

quadriplegia babysitters (2) - one non-handicapped 

volunteers (2) sibling 

Total = 11 - completed project 

14 Mother 3 year old Hispanic male; friends of family (2) 9 • low income 
Father mixed athetoid spastic m. aunt/uncle (2) • parents separated 

quadriplegia cerebral Total = 5 - two non-handicapped 

palsy, microcephaly; siblings 

developmental delays; - completed project 
severe articulation 
difficulties; seizure 

ErIc disorder 22 



15 Grandmother 



16 Mother 
Father 



17 Mother 
Father 



18 Mother 



18 month old White volunteers (4) 9 - single parent 

male; repaired spina Total M (grandmother) 
I'^f^ cosmtively . . ,|ddle income 

unc tiomng at age . only ^hild 

■ completed project 

22 month old Native p. grandmother (1) 10 - low income - 

American male; con- grand aunt (1) , . unemployment 

genital syndrome; severe friends of family (4) problems 

hypotonia; severe hearing babysitter (1) - one non-handicapped 

loss; gastostomy tube; volunteers (2) sibling 

developmental delay Total = 9 . completed project 

5 year old Native 
American female; 
congenital syndrome; 
severe hearing loss; 
behavior problems 

2 year old White male; cousin (1) 9 - middle income 

severe mixed athetoid friends of family (3) - one non-handicapped 

spastic quadriplegia volunteers (3) sibling 
<^s^e?^2l palsy; . completed project 

cognitive abilities 
reported to be age 
appropriate 



3 year old White male; 
hypotonia, developmental 
delay, dysmorphic 
features suspicious of 
a congenital syndrome, 
congenital heart 
defect 



friends of family (2) 
volunteers (3) 
Total = 5 



9 ■ single parent 
' low income 

- only child 

- completed project 
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I OF HOI^THS 

AGE, SEX & DISABILITY ACTIVE IN 

NUCLEAR FAMILY OF CHILD EXTENDED FAMILY SERVICE MODEL CHARACTERISTICS 



19 Mother 2h year old White female m. grandparents (2) 3 - middle income 

Father asymmetric spastic quadri- friends of family (2) - one non-handicapped 

plegia secondary to a . volunteers (3) sibling 

traumatic head injury; babysitter (1) - completed project 

developmental delay Total = 8 

110 Mother 11 month old Black m. grandmother (1) 8 - low income 
Father female; athetoid m. aunt/uncle (2) - parents separated 

quadriplegia, severe volunteers (3) - two non-handicapped 

growth retardation; Total = 6 siblings 

microcephaly - completed project 

111 Mother 15 month old Black m. grandmother (1) 6 - single parent 

male; acute lymphocytic m. aunt (1) - low income 

leukemia, severe spastic godmother (1) - one non-handicapped 

quadriplegia, secondary Total = 3 sibling 

to cardiac arrest; ■ completed project 

significant developmental 

delays 

#12 Mother h year old White female; volunteers (2) 3 - middle income 

Father severe spastic/athetoid Total = 2 -one non-handicapped 

quadriplegia; microcephaly; sibling ^ 

severe developmental - family '^^^ "ot 

delay; visually impaired; complete project 



severe seizure disorder; 
2 J severe growth disorder 
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113 Hotfier 4 year old Black male; sibling (1) 9 • single parent 

mild ataxia; mild volunteers (3) . low income 

spasticity in lower babysitter (1) . adopted child 

extremities; behavioral Total = 5 .two handicapped 

foster children 

shunt), mil 0 moderate - completed project 

developmental delays 

#14 Hother 19 month old White male; m, grandparents (2) • 8 - middle income 

Father severe seizure disorder; m. aunt (1) . only child 

neurological impairment; volunteers (3) - completed project 

hypotonia; severely Total = 6 
delayed gross motor and 
language development 

115 Mother 6 year old Black male; volunteers [1] 10 - adopted children 
Father prosthetic legs and feet, Total = 7 - unemployment 

visual problems, learning problems 
^^isal^ilities . mental health 

problems 

6 year old Black male; . middle income 

prosthetic foot; learning . completed project 

disabilities, hyperactive 

8 year old East Indian 
. female; polio paralysis 
(wears leg brace), hyper- 
active (on medication) 

12 year old East Indian Female; 
learning disabilities 

116 Mother 3 year old Black female volunteers (2) 7 - low income 

seizure disorder, profound foster parents (2) - single parent 

mental retardation, severe Total M - one non-handicapped 

spastic athetoid quadri- sibling 
plegia, central visual . completed project 

impairment, severe hearing 
0*^7 loss 

. .23 



eased. A crucial point here is that not all relatives and friends were 
expected to perform the same functions. Each person had a specific role 
to fill in relation to the child and was then trained in the skills needed 
to fulfill that role. This was reassuring to relatives and friends who 
were overwhelmed by the child's many needs and demands. They were not 
agreeing to be "all things" to the child, but only to fulfill one part of 
that child's many needs. 

Immediate consequences of involving the extended family . The emotional 
support parents received when their relatives and friends agreed to partici- 
pate was significant. Even before any additional services had been provided, 
parents began to feel a sense of relief, a strong sense of togetherness, 
and a decrease in isolation. 

Jim had bzzn ^zcQyivlng tkeAapy Jf^zhvlcu ioK manZy thKzz yzoju, 
yoX thz only family mmboA voell knom to thz 6taii^ m6 tkz 
mothzK. Thkough tkU prvojzcX, the, lathoA, thz qnandpoAdntjf^ ^ aixnt^ 
and ancZu bzcamz activeZy involved In hJU p^og^jom. 

KoAzn^ 6 idthoA commzYitzd vohzn ki6 ^eZjCutivu ag^zzd to panXicLpcutz, 
"I knm thzy ^appoHJtivz, but I didn^t knovo jix/^t hovo much antUi 
novo. " 

Vanny^6 mothoA uxu plzoubdd that mmbzu oi hoA iamlZy uoouZd be 
poAtidpaXZng and upzcialZy that thzy could be ^OAjmbuuzd ^on. 
6eAvlcu thzy pKovldzd. "ThAJ> my," 4^e ^cuid, "I voon^t havz to 
Izdl guAJity about taking advantage o^ thm voh^n thzy heZp me 
takz cxviz oi Vanny." 

Recruitment by project staff . Some families needed volunteers in 
order to develop a support system. Volunteers were recruited to participate 
in this project through a variety of means: . adio and telvision announce- 
ments, newspaper articles, and posters on bulletin boards. A sizeable 
number of volunteers heard of the project through word of mouth, either 
from other volunteers or from the families. In addition, many employees 
of the Boeing Company, the largest private employer in the area, volunteered 
in this project as a result of an article in the company's newsletter. 

Volunteers expressing an interest in the project were personally inter- 
viewed to determine their skills, experience and expectations. Volunteers 
were assigned to families on the basis of matching a volunteer's interests 
with a family's needs. Some considerations in assigning volunteers to 
families included geographical location, transportation resources, and time 
commitments. Once a volunteer was assigned to a family, he or she became 
part of the extended family along with other relatives or friends partici- 
pating in the project. 

Volunteers had many of the same initial problems as relatives and 
friends: need for flexible hours; need for expense reimbursements; need 
for skills and knowledge training. There were additional barriers to 
involvement more significant for volunteers than for family, friends, and 
relatives: transportation problems and anxiety over working with handicapped 
children, especially severely physically involved children. 
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Matching volunteers and families . Careful attention was paid to any 
factor which influenced the success of a volunteer-family match. Beyond 
the obvious factors previously mentioned (geographical location, transporta- 
tion needs, and time corranitments) , there were several more subtle factors 
considered. 

A match between the volunteer's interests and the family's needs was 
crucial. If volunteers were not interested in their assigned roles, drop 
out was likely. Often volunteers initially expressed interest in one 
activity, but later could see the value of a different activity. Volunteers 
learned to see their role in relation to the family and child's total needs. 
They began to understand how their assistance fit into the total plan. 

Some families required help to overcome their initial reluctance to the 
use of volunteers. Usually once they had met and talked with the volunteer 
they felt more comfortable. It was sometimes important to pay attention 
to social or cultural factors, but it was not always necessary to match on 
these factors. In some cases, it was helpful for families and volunteers 
to be from the same background. In other cases, it made no difference. 
Sometimes a shared event enabled families and volunteers from ver> different 
backgrounds to get to know one another. 

A Tupp^AmAe, poAJty vocub a cJuLtLcaZ ZncUde^yit iofi one, iamlty Zn 
utabtuhying a cZo6^ ^elxvtioyLblvLp volth a voZunte.^. \/Zcfu.^6 
family wcu> a lovo jLncomz iamlty ZlvZng in thz AjmoA city. 
Tho. voZuntQ.QJi ajb^Zgnzd to voo^k iMJth VZciU im^ an oZzat/LiojOit 
mgZmaA i^om anotkoJi pa/tt OjJ torn. She, and the. family u)eAe, 
not quite, 6uJie, thU match muZd be, 6acce^6^uZ. On one, Oj{ the, 
voZante,eA' 6 {^lut v>Uit6, the. iamJUf ioa6 having a TuppeAWOAe, 
poAty. A6 the, iamlly and votuytte^eA 6han,e,d thU social e,ve,nX, 
togeXheA, the,y got to knou) and tike, one, anothoA bztteA. 

Family Service Plan 

A Family Service Plan was prepared for each family participating 
in the project. This Plan specified the activities and general goals 
for each family. The Family Service Plan constituted an agreement 
between the Family and the Clinician. It provided general direction 
to all participants—family, volunteers, professionals— involved with 
the extended family. 

The Family Service Plan provided a written record of the nature of a 
family's needs for services. This included: 

1. A statement of the problem or barrier impacting the family. 

2. A statement of the goal to be achieved. 

3. A statement of action to be taken to accomplish the goal. 

4. A statement of the method to monitor progress toward the goal. 
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There were many similarities between the Family Service Plan as 
used in this project and other individualized plans developed for 
children, such as the lEP. However, there were two important differences. 
First of all, the Family Service Plan applied to the family as an entity 
rather than the child as an individual. The range of problem areas con- 
sidered in this plan was wider than plans written solely for the child. 
Secondly, the parents were just as actively involved in implementing the 
plan as they were in developing it. 

Purposes of Family Service Plan. The primary purpose of the. Family 
Service Plan was to summarize family assessment information and relate that 
information to goals and objectives for the family. The written plan 
linked problem statements with appropriate goal statements. These goal 
statements provided direction to the clinical and training activities of 
the project. 

An additional purpose of the Family Service Plan was to involve the 
family directly and actively in the assessment and planning process. The 
content of Family Service Plans was determined primarily from the needs 
expressed by each family. Families were motivated to work on problems 
that they helped to identify and that they viewed as inportant to resolve. 

The assessment process . Goals and objectives were identified thro^jgh: 
(a) parent interviews; (b) assessment instruments and daily log data; (c) 
observations of parent-child interactions; and (d) consultations with the 
child's treatment team. 

Interviews with parents . Any concern or complaint mentioned by 
the parents regarding a child's care at home was useful in identifying 
goals. Did the child wake frequently at night? Did feeding the child 
consume a large amount of the mother's time? Did the parents worry 
excessivly about the child's seizures? All of the above concerns were 
translated into the following goals: 

1. Provide training in behavior management and develop and implement 
specific programs to decrease the child's waking at night. 

?. Provide training in therapeutic feeding techniques, and nutritional 
counsel ing. 

3. Provide behavior management skills training and implement 
programs to reduce the child's crying with other family members. 

4- Provide information and reassurance about the cause and 
treatment of seizure disorders. 

Parents often mentioned behavioral problems with a child, but rarely 
identified training as a possible solution. Generally, the family was too 
close to the problem to take an objective view. Parents often were not 
aware of the resources available to them to help them solve the problems 
or the techniques available to make care of the child easier. In these 
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instances, the Family Clinician helped parents translate complaints into 
positive goal statements and trained the family in techniques designed to 
alleviate^ the problems. 

Assessment instruments and daily log data . Several assessment 
instruments were also administered to parents to identify problem areas 
that could be positively affected by the project. 

Inventory of Parent's Experiences . This 45 item questionnaire 
described the support available to parents from professionals, their neighbor- 
hood/community, friends, and personal /marital relationships. Parents indicated 
the number of contacts with individuals and satisfaction with each area of 
support and with their overall life situations. (Crnic, Ragozin, Greenberg, & 
Robinson, 1981). 

Questionnaire on Resources and Stress-Revised . This instrument 
(Friedrich, Greenberg & Crnic, 1983) identified sources of stress and coping 
resources in families. 

Special Expenses . This checklist identified expenses related 
to the child's disability and specified the manner in which they were managed 
by the family. 

Daily Log Data . This information was collected via daily 
telephone interviews with the primary caregivers for a one week period. 
This assessment provided parent support data regarding the amount and 
quality of time spent in child care and other family activities. During 
the last six months of the project, the data collected on the logs were 
reduced to two questions in order to evaluate goal attainment. 

Observations of parent-child interactions . Direct observation 
also yielded measures of family training and intervention needs. The parents' 
responses (or lack of) to their child's behavior were recorded on an observation 
form while parents and child interacted. The Teaching Scale (Barnard & Eyres, 
1979) was most commonly used. From the data collected, specific deficits 
and excesses in parental behavior were identified. 

0b62Avcutioyu> Jon iJOlth Ivu motkvi KQ.vQxUe.d that thz mothvi 
vocu 6ubtZy 6ugge/>t^ng to Jon hoA Q.xpQ.cXation that ho. voouZd 
cJty tjohe^n 4he l2.^t kirn. Who^n thi^ Inionmcution mw4 6haAQ.d uiith 
heA, 4 he UX16 able, to te^a/in moKZ appn^opHAjxtt bzhavlou touxmxi 
Jon. 

0b62AvcutLon^ OjJ Tony and kU pan.Q.nt^ 6ho(A)^d thOAA to^nd^ncy 
to attmd to many Tony* 6 n^gativ^ bzhavlou. W^th thcs 
In^onmcution, >6t viXU po66lbl'Z to dzvzlop a moKZ Q^iiQ^ctivQ. 
bzha\)loK managmzYVt pKoghjcm. 

Consultations with the child's treatment teams . Other professionals 
working with a child were fully acquainted with their child's treatment programs 
and often identified relevant areas for family training or intervention that 
might otherwise have been overlooked. Because they were responsible for the 
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child's treatment programs and knew the child well, they were aware of 
behaviors that made caring for the child difficult. These professionals 
were aware of the child who was very irritable, extremely difficult to 
position, or had a feeding problem, as well as the techniques to deal 
with these concerns. They also had an opportunity to observe parent-child 
interactions when parents brought the child to school or therapy. Treat- 
ment staff also suggested training programs that were "ready" to be 
generalized to another setting. Because they followed a child's rate^ 
of progress on an on-going basis, they were better able to predict which 
goals were likely to be transferred successfully to the home. 

Adam had 6uaae>b6iuJUy IzaMizd thxzz manual 6igyiA. He tulng 
thuz 6lgyu> 6pontanzou^Zy duAlng thzAapy 4e^4^oit6, and hU 6pzzah 
thzAapl^t \zZt hz ^Qjady to htant u^ing thm at homz u)M. 
kitvi thz iajiUZy KzcOAVzd tAjouin/^ng In 6tgnA,ng and bzgan to iUz 
thz 6lgn^ mXh Adam, thz/iz m6 an incAza^z In kU m>z and 
acqLuuitton oi 6lgn^. 

Writing the Family Service Plan . The Family Service Plan was 
determined from the needs identified by (a) the parents, (b) the profes- 
sionals who worked with the child, and (c) the Family Clinician. In the 
vast majority of cases, there was general agreement among all participants 
as to the problems and goals. Sometimes, however, people expressed the 
same problem in quite different ways. In these cases, it was the Clinician's 
responsibility to point out commonalities. 

Tkz/iz uxvs gznznaZ ag^zmznt among 6ta^i (A)on.fUng uuXh Stulz 
that hzA mothvi 6pznt too much tanz trying to tzaah Stulz 
at homz. SiUlz^6 mothvi did not view tku as a pn,oblzm; 
In {^act 6hz mntzd to ZzoAn mo^z things to do at homz i^uMi 
SvbSizl AitZA aoZlzcting basztinz data in^omaUon and 
^zviming It tjoith thz Family CtinlcAjan, hou)zveA, Stisiz^s 
mothz/i um SuJipnAjszd to tzoAn hou) much timz 6hz dzvotzd 
to Sii&iz. WiXh tku ^zaUzaUon 6hz 6qX a goal to in- 
cAza6Z timz lo^ hzfazti and tanz u)lth hz/i htiiiband. 

Depending on the particular family situation, the gathering of assessment 
information took place over a one-to-two week period. This included completion 
of the assessment forms and collection of the Daily Log data. Once all infor- 
mation was gathered, completion of a Family Service Plan required approximately 
one hour. Generally, only the parents, not the entire extended family, con- 
tributed to its development. 

Monthly Performance Contracts 

Monthly Performance Contracts were the vehicle for implementing the 
Family Service Plan. The contracts listed what services would be provided 
and how the stipends would be used each month. The contracts also provided 
a formalized system for recording and documenting the actions of all members 
of the extended family. 
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Purposes of Performance Contracts . Performance Contracts organized the 
activities of the family and extended family members. No one individual was 
overburdened, yet each was contributing to the total service plan for the 
family. Each member was able to see how their involvement fit into the 
overall plan. In addition, by specifying each individual's responsibilities, 
the Performance Contract helped to reduce role confusion among family members. 

Performance Contracts responded to changing service heeds of a family 
through monthly review and revision. At regularly scheduled family meetings 
in the child's home, the entire extended family and the Family Clinician 
discussed new needs for services. This regular process of planning and 
review encouraged the family to anticipate future needs and prevent crisis 
situations. Most importantly for the family plagued by continued crisis, 
performance contracting brought a sense of order and consistency. 

Tfie AncOiem ^amiZy zxpeAlznczd onz cAyU^ aitoA. anothoA, and 
mveA 6zzjmzd pKzpoAzd to handtz an umxpzcXzd 6^ituatLon. To 
ovQAcomz tlvU pnoblzm, ojxch MonthZy VeA^o^umncz cont/uiat 
oiUtimd an "m^gzncy plan." Tlvu Inchxdzd a 6tatmznt oi 
tA)ho couZd be KoZctd on to hoZp out on ta^t minutz nottcz. 
A6 thz iamlty and votaYitzzu got to knou) QAch othoA btttQA, 
thz vo^ujttzn zmoAgmcy plan uxu no longoA a4> mcz66aAy. 

Format of Performance Contracts . Contracts were written for an individual 
extended family in conjunction with the Family Clinician for a specified time 
period. The contracts were agreements between the extended family and the 
Clinician which specified who was to do what and what they would get in 
return. The contracts specified the desired goals or outcomes for a given 
time period and the responsibilities of each party for reaching these goals. 

Each task was listed separately on the Performance Contract alongside 
the name of the family member who was to complete the task. Tasks were 
written specifically, indicating what was to be done, where, when and how 
it was to be done. Sometimes more than one person performed the same task. 
The task was recorded separately for each person, along with his or her 
scheduled completion time, to avoid confusion. Monetary reimbursements 
contingent upon completion of the tasks were also recorded. 

At the beginning of any Performance Contract time period there was: 

1. A specification of tasks to be completed. 

2. A specification of who was to complete the tasks. 

3. A record of deadlines for task completion. 

4. A record of services to be provided. 

5. A record of family stipends to be distributed contingent upon 
completion of specific tasks. 

6. An approximate "budget" for the family stipend for the coming month. 
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At the end of a Performance Contract time period when the contract was 
formally reviewed, the completed dollar amount was recorded for each task 
based on the extent of task completion. The continued contact between 
project staff and families throughout the month provided on-going monitoring. 
It was possible to troubleshoot or make revisions as needed on an on-going 
basis. The formal monthly review and planning sessions verified completion 
of the Performance Contract. Dollar amounts per task were summed for the 
total family stipend and the contract served as authorization for the 
preparation of the family's stipend check. 

Stipends 

Rationale . The primary purpose of the family stipend was to facilitate 
increased involvement with the child and to reduce barriers to programming. 
At each family meeting where a Monthly Performance Contract was developed, 
the Clinician and family jointly determined what child needs were unmet, 
what could be done to remediate the situation and how to allocate the avail- 
able funds. While there was an upper limit of $200 to the dollar amount 
budgeted for each family monthly, use of the stipend was directed toward 
reducing the barriers rather than toward spending the specific dollar amount. 

Services . Services provided by parents, extended family and/or Clinicians 
included: 

Home programming . Child care that followed a prescribed inter- 
vention with the child, and was monitored through data collected by the 
caregiver (parent or extended family member )• 

Respite care . Short term child care provided by the extended 
family members to relieve the parents of child care responsibilities for 
the handicapped child. 

Attendance at family training sessions . Specialized teaching ^ 
sessions conducted by Clinicians or other staff members on specific topics 
relating to the children and families, and identified by the Family Service 
Plans. Sessions were designed to increase families' skills or knowledge 
about caring for their child. 

Babysitting . Child care provided to siblings of the handicapped 
child by extended family members to enable parents to attend family training 
sessions or spend time with their handicapped child. 

Transportation . Transporting the child and/or parents to appointments 
or meetings related to the child's treatment program (e.g., family training 
sessions, clinic or doctor appointments, therapy appointments). 

Miscellaneous . Books, adaptive equipment, minor architectural 
adaptations or other services required to carry out home programs with 
the child (e.g., chair for feeding program). 

Payments . Payments to parents or extended family members were specified 
in the Performance Contract on an item by item basis. Payments were provided 
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for (a) services, and (b) expenses. Payments were available for new services 
that were needed at additional cost and that could not be provided otherwise. 
The following guidelines were used for upper limits to payments. 

Services . 

1. Home programming: $3.50/hour. 

2. Respite care in addition to what was publicly available: $3.50/hour. 

3. Family training: $3.50/hour (plus expenses, see below). 

4. Babysitting: $2.00/hour 

5. Transportation: IC^/mile or out of pocket expense for public 
transportation. 

6. Equipment: variable, depending on cost. Equipment payments were 
available only after other services had been provided. 

Expenses 

1. Mileage to and from family training session was provided: 16^/mile 
or out of pocket expenses for public transportation. 

2. If other expenses were a barrier to providing services, they were 
paid on an item by item basis, for example: meals, phone calls. 

Distribution of checks . Checks were delivered to each family at the 
end of the month. Parents then distributed payments/reimbursements to 
the other service providers in the extended family. 

The majority of parents were able to manage their stipend money 
efficiently and fairly. Making the parents responsible for distributing 
payments allowed for more family comtrol in the planning and management 
of stipend money and encouraged more cooperation and communication among 
the family. 

Since the family developed the Performance Contract with the Family 
Clinician, members were aware beforehand of the services and payments to 
be provided. To ensure that there was no confusion at the end of the monlh, 
each family was provided with a list of each person's name and the amount 
of payment owed for that month. For a few families it was necessary to 
provide additional assistance in distributing the stipend in the form of 
providing envelopes with the names and dollar amounts written on them. 

Carry over and "savings ." In general, stipend payments totalled $200/nicnth 
or less. Families could "save" up to $50/month, and this money could be used 
for future goals. 
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Family Training 

Training goals and objectives . Training goals and objectives interfaced 
with the overall project goals: to reduce family stress; to increase family 
participation and follow-through in the child's programming; and to assure 
cooperation between the families and the treatment professionals who work 
with their children. The general training goals were as follows: 

1. Increasing understanding of the child's handicapping condition. 

a) knoweldge of normal and exceptional child development 

b) knoweldge of the specific needs, and expectations for the child 

c) knowledge of the child's relative strengths and weaknesses 

d) information dealing with grief and other emotional reactions 
associated with having and working with a child who has 
exceptional needs. 

e) knowledge of the child's specific treatment and educational 
programs including the goals and techniques associated with 
each 

2. Developing the special skills and knowledge needed to raise a child 
who has a handicapping conditon. 

a) behavior mangement skills 

b) home programming skills 

c) special positioning and handling techniques 

d) relationships with professionals 

e) knowledge of community resources 

3. Developing other skills related to optimal family functioning and 
reduced family stress. 

a) family support systems 

b) first aid and CPR 

c) stress mangement 

d) communication skills 

e) other skill areas, as needed 

Within these general guidelinps, specific training objectives, with 
specified criteria for accomplishment, were tailored to the needs of each 
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child and family. Training was provided for all relevant aspects of the 
child's care and treatment. These included any .special medical conditions, 
the child's individual goals as included in the lEP or ISP, speech and 
language problems and basic care and handling skills, gross and fine motor 
movement, play skills, and behavior. A special effort was made to ensure 
consistency and coordination between the child's school program and the 
activities carried out by the extended family at home. All family training 
was conducted in conjunction with other professionals responsible for the 
child's program. 

Training process . The emphasis was on identifying the skills and 
information for each, child and then in helping each individual acquire 
those skills and information in whatever way was most effective for them. 
Training programs varied both from individual to individual and from family 
to family. Project staff first made an assessment of the family's skills, 
strengths, and abilities vis a vis the child's needs for programming. After 
the needs assessment was completed, a training program was planned to fill 
any identified gaps in knowledge or skills. Follow-up probes were conducted 
to ensure that skills acquired were correctly maintained, as well as to 
ensure that new needs for knowledge or skills were identified. 

Needs assessment . In general, needs assessment proceeded through 
three steps: identification of global training areas, selection of specific 
training objectives and tailoring objectives to the individuals being trained. 
The Family Service Plan identified global training areas and the Monthly 
Performance Contracts were the vehicle for selection of specific training 
objectives. Then, within the objectives themselves, alterations and tailoring 
occurred in order to ensure that the specific skills and information covered 
were directly relevant to the individuals being trained. Some family members 
or volunteers assumed particular roles vis a vis the child which required 
specialized training. For example, a volunteer who regularly transported 
the child to therapy needed a different set of skills and knowledge than 
the aunt who provided weekend respite care for the child. 

Implementation of training . A number of barriers to participating 
in training were addressed in this project: locale, travel, time and 
format. 

Locale . In general, training was conducted in family groups 
with parents, relatives and volunteers being trained together in the child's 
home. Participants were more likely to attend their own "family meeting" 
than they were to attend a large "group meeting" of several families. 

Travel . When training was conducted at Children's Clinic 
and Preschool, special travel arrangements were made to ensure each person's 
attendance. Expense reimbursements for travel to training sessions were 
available through the family stipends. 

Time . Training was offered at times when all or most of the 
family members could attend. The mjjority of sessions occurret^ in the evening 
or on Saturdays for families who had working members 
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Format . The training format was individualized to different 
learning styles. Modeling, direct practice and feedback were the most 
commonly used training methods. The parents themselves were enlisted as 
primary trainers, along with project staff and other professionals, in 
order to utlize the parents' extensive experience with their child, when 
training was conducted by the professionals who worked with a child, the 
Family Clinician was responsible for coordinating these training sessions 
and for assuring that treatment professionals' time was used efficiently. 

T/uUru.ng ioK Jane.t'6 iamlty lnclude.d ihz a4e oi VA.de.otap2.d 6zgmznt(, 
of, hoA poAiomoLYicQ. In theAapy 6Q^6lon&. Thuz 6(ii,6loni> mzaz held 
at thz cLLnic faecaoie oi thz nzzd tx) luz thz vldzo equipment. 
AfteA -two ^e^ilonA, Janet' a poAenti avne up ujith a plan of, theAA 
own. They vooald a6e theM stipend money to Kent a video tape 
deck io Ae^^>A.onA could be conducted at home. They u}eA2. even able, 
to locate a cental dealeA who gave them a UgntfZcant discount 
upon hexxAtng theAA intended u^e of, the equipment. 

Training offered by outside community agencies was also utilized. When 
schools or other agencies offered courses which were appropriate for the 
families, and met the needs identified on the Family Service Plan, arrange- 
ments were made for the appropriate extended family members to attend. 

One couple uxu, In need oi iamUy counieUng to help them cope mth 
having ;ft<to handicapped ckUdAen. They had been Aeen pKevA.oaily 
at a pfiLvate agency but could no longeA afiofid the fee^. SA.nce 
thl& uxu a i>lgnlilcjint an.qja oi need, poAt oi theAA faxnlly ittpznd 
uxUi u&ed to obtain tku> AeAvlce. 

First Aid and CPR Training . First Aid and CPR courses were 
offered three times over the year, so families could choose a convenient 
time to attend. All participants in the project were expected to 
complete First Aid and CPR certification. 

On-going assessment . During regular contacts with the family 
the Family Clinician considered upcoming training needs. When the child 
was ready to move on to a new skill, family training was necessary in order 
for them to teach the skill. Sometimes acquisition of new skills on the 
part of the child created a demand for new skills on the part of the family. 
For example, one child rapidly learned manual signs; his family needed to 
learn them as well in order to communicate with him. Another child learned 
to indicate "yes" and "no" and to make choices on his own. This required 
the family to assume a different role in relation to the child. 

The family systems also changed over time. Some members left or for 
other reasons reduced their involvement. Some members assumed new roles 
with the child. Any changes in the family systems necessitated new training 
or in some cases re-training of family memt rs. 

All of this pointed to the need for on-going assessment of training 
needs. The identification of training objectives was not a one time event, 
but an on-going process. Any number of changes, in the child or family, 
created a need for new or additional training. 
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Results 



Description of the Families 

Sixteen families agreed to participate in the Extending Family Resources 
project, however two families did not complete the project. There were 27 
parents and 20 handicapped children involved; Table 1 gives an overview of 
the nuclear families participating in the project. 

There were a total of 84 extended family members participating for at 
least three months in the service model: 25 relatives, 24 friends, and 
35 volunteers. An additional 31 extended family members were in the project 
for less than three months. The turnover rate for extended family members 
was therefore 27%: 39% for relatives and 20% for friends and volunteers. 
In. most cases, the reason for dropping out of the program was unrelated to 
the project. The most common reasons were moving, returning to school, or 
changing time commitments. 

Barriers Addressed by Family Service Plans 

On the basis of Daily Log data and discussions with the Family Clinicians, 
goals were specified in the Family Service Plans. Table 2 gives an overview 
of the Family Service Plan goals, training, and services provided for each 
family in the EFR project. All 16 families in the service model identified 
respite care as an area of need, "^his was generally expressed as a need to 
increase mother's time to herself or as a need to increase time as a couple. 
Increasing the number of people capable of taking care of the child was also 
a goal for all families. 

Twelve of the families identified additional home programming as an 
area of need. Seven families asked for help in dealing with their child's 
behavior. 'Othsr families wanted to facilitate their child's development . 
in motor, communication, cognitive and play skills. 

Eight families needed additional equipment for their children. Sometimes 
this equipment was necessary in order for other people to take care of the 
children (e.g., a corner chair). Some pieces of equipment were used in 
home programming (e.g., fine motor toys). Adaptations to the home environ- 
ment were also included. For example, one family had a neighbor brild a 
railing for their front steps, enabling the child to walk down the steps 
independently. 

For six families, transportation was needed in order for the children 
to receive services. Families needed a break from the weekly, and often 
daily, routine of driving their children to appointments and services. One 
family had no means of transportation, and without the help of volunteer 
drivers the child would not have received a therapy program. Other barriers 
identified by families were: inadequate communication between family and 
staff; insufficient time and energy for non-handicapped siblings; inability 
to cope with household chores; and marital conflict related to having a 
child with a handicapping condition. 
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Table 2 

mm\i OF mil) service plan goals, twining, and services provided 

FOR EACH FAHIiy IN TNE EfR PROJECT 



Problems Addressed by Family Service Plans 



Types of Trainlni Received By famlUes 



torwirn Provided bv EFR Project 
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The following case examples illustrate types of barriers addressed by 
Family Service Plans. 

&wrf'4 mothoJi iztt pKQAi^uxdd by tho, dmands dAA^vlng Zxad to 
cahoot. She, tku int2A^2Azd mXh hoJi abltiXy to cxuio, ion, 
hdA youngut cklid. A goal vocu 6qX to mcAuuit d/vi\)VU ioK 
Bnad i/iom among tkz ^xtrndo^d iamlty and to 6et-up and cjoon.dJ.natz 
a 6cihzduZz ioK tAan4>pontatJon. 

Jon uku a 6e,v2A^y phy6JcaLiy Involved chUid In need o^ thoAap^uitLc 
po6itionyLng and handting. Only hU mothoJi knOM) tho, pnopoJi tzchyiiquU, 
6lncz thz nut oi the, iamlty had no^vQA be,m voAy Involved In kU 
pnoghjoxmlng. Thu iamily^6 a6e ojj appnopn^xitz iecAftcquw u)a^ 
JncAza/>e,d by pnovA^ding t/iaZnLng and pnactLce. 6U6^on^ to the, e^ntOie. 
iamity. 

BnA.an^6 gmndmothe,n ijoa4> 6oleZy ne/ipomtble, ion hU cxviz. Shz lacke,d 
inJ^zndJb and neZative^ uoho could gtve, heA occcu> tonal bnejafu inom 
child coAz. She, uku inii&tAatzd by the, demands oi njol^lng a young 
ckLtd the, 6e,cond term oAound, a6 6hz put tt. A goal um 6zt to 
mcAxut volantzeA nz^plte, cxvtz pnovtdeJU ion BnAJin, to give, gnand- 
motheA mom time, to hejuzli. 

Training Parents and Extended Family Members 

The training provided to families reflected both the needs of the 
children, as assessed in the Family Service Plans, and the programs the 
children were already receiving through their treatment programs. The 
type of program, in turn, determined the specific training required for 
the extended family members. 

Training was aimed at achievement of all five of the EFR project goals. 
For example, training in therapeutic handling and positioning for physically 
handicapped children would: 

1. Help parents acquire knowledge and skills they needed to care for 
their child. (Goal 1) 

2. Help relatives, neighbors and volunteers acquire knowledge and 
skills to handle the child. (Goal 3) 

3. Enable relatives, neighbors and volunteers to support parents by 
being able to care for the child. (Goal 2) 

4. Extend the child's center-based program into the home by using 
handling and positioning techniques learned from the center-based 
therapists. (Goal 4) 

5. Reduce barriers created by lack of knowledge and skills, that had 
prevented extended family members from supporting the parents, caring 
for the child, or working therapeutically with the child. (Goal 5) 
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Eleven families were provided training in therapeutic handling 
techniques so that they could use proper positioning and handling 
throughout their daily activities with the children, and to extend the 
children's learning throughout the day. Knov^^'ledge of these techniques 
made daily tasks, such as dressing and undressing, much easier to perform 
with the severely physically involved children. 

Jon' 6 iamLZy vlowzd a deXcUl^d vld^otap^ kU thvaiplbt dmon- 
6t/LaXlng hovo to dA^66 and undn.U6 him. Thzn tkzy pnxiQjticQ.d 
tzchnlquQ^ voith doZJU unttt thay vooAZ ablz to cxvuiy oat all tho. 
6t^p6. Finally, thzy p^acttc^d it mXh Jon. ^ V^lLoh. to tku 
training, only Jon' 6 mothzK knew tho^o. tzchnlqau. 

Vanny voa6 a ^ovoJioZy phy^lcaUiy Involved dilld mth im voluntoAy 
movmtnt6. Hi6 iajnULy wa6 tnainzd in te,chnlquu to dzcAO/uo. ku 
miucle, tone,, kitoji the. t/uU^vLng tkz theAapi^ts and teacheA^ 
noticed a mankod dzcAza^o. in Vanny' 6 muAiCle, torn, u;fetc/i the,y 
attA>ibute,d to the, family' 6 zHonX^. 

Six families were trained in feeding programs to conduct at home with 
their children. Thes.?: included therapeutic feeding techniques as well as 
programs to teach self-feeding skills to the children. Feeding was a 
crucial skill for respite care providers; without this skill, the parents 
were not able to leave the children in the care of others for any length 
of time. 

ViclU'6 omxl-moton, involvejne,nt made, he/i diiiicxxZt to ie,e,d. Once, 
the, family t^ne,d in the, pnjopoA te.c}inlqae/> , It iaxu muck eMieA 
ion, the,m to ie,e,d heji. ViclU'6 mothoA alj^o leZt mom coniidznt 
in le,aving ViclU L^)ith otheA membeA6 o^ the, lamity, knom^ng that 
the,y could coAAy out the ^ceding pnognxm. 

Allen' 6 iamUy 6 horn hovo to u^e, the, ga^tA06tomy tube,. TheUA 
knovolcdge, o^ thU pn,oce,duAe, helped them to coAe, ion. Alien. It 
also helped decnea^e any anxiejty they had about tube ieeding6. 

Aiten Ji!7i'6 iamJUiy tAoined in hU feeding pnognam, otheA 
iamiJiy membeJU began to take mone opponXiiYiitie^ to be u)ith him. 
Vneviou^Zy, the paAe^vU could not leave him mXh anyone eUe. 
Hovo they voene even able to go away ion a u)eekend. 

Six families received training in behavior management skills to in- 
crease appropriate child behaviors and improve parent-child interactions. 
Specific areas included: improve compliance to directions, increase chore 
completion, eliminate tantrums, reduce hitting, decrease whining. 

Steven' 6 family um 6 horn hovo to implement a behavion management 
pnognam to incnea^e Steven' 6 compliance to thein dOiectton^. The 
pnognam wxw an adaptation o^ the one u^ed at school. Steven' 6 
teachen demon^tnated the pnoceduAe^ at two home-ba^ed 6e^6ion^; 
then the Family Clinician conducted iollovo-up pnacXice 6e66ion^ 
voith the family. 
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Eight families were trained in plav skills to stimulate learning 
and to teach appropriate use of toys. Many family members were not 
aware of what types of play were appropriate for their children. Knoweldge 
of play activities decreased their anxieties about "what to do" with the 
children and increased their ease and confidence. 

Sa6>ce'4 poAmtA noticed a d/umcuttc change In thoAA KzZatioQM 
and inA.Q.nd^ aitzn, 6Q.\)QAaZ 6U6>ioyu>. Nou) u)km thzy came oveA to 
vI^aX, tkay acXuaJULy piayad mJth Swblz, Inj^taxid oi Igno^ng 
hzn,. Kit oi tkn family n.zpoKt(Ld i^ztlng moKd out QMS. (^^Uh 
Sa6>ce and ab£e to hav^ moKZ im ujitk koA. 

Seven of the families were trained in their children's communication 
programs, to enable families to be more responsive to the children and to 
include them more in family activities. This was especially true for 
children using non-vocal forms of communication, such as signing or 
communication boards. 

Jon uku> a ^ovVizly >invoZv^d ckitd voko nbzd non-vocaZ rmjam oi 
cormuyiLcatlng. bJk^n hu 6p^^ch thojuiplbt 6hou}^d thz iamily hou) 
fie looked to Indjicjxtz ckolcu, om anct^ commnt^d "he '4 /oii 
been tAjo^imd to look to tko. nA.ghZ.^^ bikm tha mcZz KOjaJtXzzd 
that Jon ^(LoZJiy did look to tha toy ha u)ant^d, hl6 u)hol^ attitude, 
touwid!^ Jon became, mon.Q. acco^pting. Ho. no longeA v>iQWe.d kirn 06 
"n.^taAde.d" buut a6 a child lojoAnlng to nbd an aZtoAnativo. iom 
oi comniixnJicxition. 

There was an average of 11.5 hours of training for each person in the 
project, with a range across families of 6 to 28 hours per person. All 
parents and extended family members were interviewed regarding the training 
they had recieved, its quality, and its impact on their lives. Only one 
couple felt that the training had not affected them in any way. The re- 
maining nuclear families reported positive impacts— including having more 
skills, feeling calmer, feeling they had better quality time with their 
child, and feeling more comfortable leaving their child with others. 

Most extended family members reported having gained specific skills, 
knowledge, and understanding (80%) and confidence in taking care of the 
child (24%). Few (15%) felt that they already had the skills they needed, 
or did not use the training that was offered. 

EFR Services 

Table 2 gives an overview of the services received by each family in 
the EFR project. 

Respite . The most significant service provided by extended family 
members in terms of total number of hours, was respite care. A total of 
2,353 hours of respite care was provided to the 16 families who were in- 
volved in the project. Across families, the range in monthly respite was 
8 to 39 hours. 
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Programming , The number of hours spent by extended family members 
in educational and therapeutic program activities with the children was 
related to the provision of respite care, since the two services were 
frequently combined. A total of 1,276 hours of programming in specific 
skills was provided to the children. Eleven children had programs re- 
lated to physical handling and positioning, six children had feeding 
programs, nine children had behavior management programs, nine had play 
skills programs, and eight had communication programs. These figures are 
a conservative estimate of the amount of programming actually provided, 
since the training received by the extended family membprs enabled them 
to incorporate therapeutic techniques into all aspects of routine care. 

Transportation . A total of 240 round trips to medical and therapy 
appointments were provided by extended family members. Only seven of 
the 16 families used transportation services, which ranged from a once 
only trip to Shriner's Hospital in Portland, Oregon, for one family, to 
twice weekly trips to Children's Clinic and Preschool for another family. 

Homemaking . Extended family members performed services in the 
category of homemaking assistance. One volunteer did mending for 
several families, and another did some household chores and yardwork. 

Equipment . Eleven families obtained special equipment for their 
children. Equipment was either made by an extended family member, or 
purchased with stipend money allocated for that purpose in the Performance 
Contracts. Types of equipment that were made included communication 
boards, strollers, language books and toys. Types of equipment that were 
purchased included toys used for programming, tutoring supplies, sign 
language books, a handicapped parking permit, I.D. bracelets, adapted 
tables and chairs, railing for stairs, and a play pen. 

Clinical Support . Two families received marital counseling from a 
Family Clinician or counsel ing professional . Eight mothers received 
9 to 20 hours of supportive or vocational counseling from a Family 
Clinician. All parents received regular follow-up contacts from the 
Family Clinicians, who also maintained frequent supportive contacts 
with the extended family members. 

Stipends . The average monthly payment to each family was $149.00. 
Parents were in turn responsible for distributing the stipend money to 
the extended family members who had provided services during the month. 
Table 3 lists the total stipend earned by each family, and the proportion 
of funds each family allocated for training expenses, equipment and 
respite. These allocations varied widely from family to family. 

Impact of the Project on the Nuclear Family 

Goal achievement . The 16 families had identified a total of 75 goals 
in their Family Service Plans. Of these, 75% were succesfully completed, 
17% were partially completed, and 8% were not completed. The reasons for 
not completing the goals were: the family dropped out of the pro.iect (37%), 
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the work on the goal was still on-going at the end of the project (26%), 
the family failed to follow through on programs for the child (26%), the 
family did not obtain all the equipment they had wanted (11%). 

The evaluation comments of the parents, extended family members, and 
professional staff all described similar positive effects of the project 
for the families. These comments will be summarized below in regard to 
the major results of the project. The assessment instruments completed 
by the parents confirmed these observations, and are also discussed below. 

Respite . The benefit most frequently cited by parents was Increased 
time for themselves. Similarly, the staff members at Children's Clinic 
and Preschool reported that the project's two major impacts were respite 
and social support. Respite gave the parents, and In particular, the 
mother, a break from the demands of child care and additional time to 
pursue interests of their own. 

Programming . Children were exposed to many more adult models as 
extended family members carried out prescribed therapeutic and educational 
activities. For many of the children, this socialization experience was 
an invaluable one. They became more comfortable around other people and 
in group settings. 

The staff evaluations listed several positive consequences for the 
children. They noted that family members showed increased interest and 
involvement with the children. Families* involvement enhanced carry over 
of the children's programs and skills into the home. The most frequently 
mentioned outcome (7 out of 10 children), although not possible to attribute 
solely to EFR, was that the children had become more sociable during the 
course of the project. 

Clinical support and stress reduction . Parents were asked whether 
participating in the EFR project resulted in stress reduction in the 
nuclear family. Thirteen out of 14 families indicated that the project 
did reduce stress. The most frequently cited reason for this outcome was 
that the parents were able to have more time for themselves and each other 
(10 families). The families mentioned that the fact that their children 
were helped by the project reduced family stress. One middle income parent 
stated that, although the project helped her child very much, it did not 
reduce stress for the parents, because their stress was related to much 
larger financial problems and limits on opportunities, than they had chosen 
to address in the EFR project. 

Stipends . The "executive function" of parents being responsible for 
distributing the stipend had a number of positive benefits. Parents reported 
feeling more in control of planning for their children's needs, and more able 
to make use of the supports available to them. A number of parents reported 
feeling less "guilty" about asking their relatives for help, since they could 
personally and directly reimburse them. This, in turn, made them more willing 
to let others help. Lastly, for a number of low income single mothers the 
experience of coordinating and being responsible for "their" extended family 
contributed directly to increased feelings of self-esteem and personal efficacy. 
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Parents were interviewed regarding the importance of the money in 
relation to other elements of the EFR project. Thirteen out of 14 
families reported that the money payments were a significant factor in 
the overall positive impact of the project, but their reasons for why 
this was so varied. Nine families indicated that equipment and home 
adaptations were obtained that otherwise would not have been possible. 
Eight families said that the money made it possible to get services for 
their children that they otherwise could not have afforded. Six families 
felt that the stipend money was an incentive for the extended family 
members' continued involvement with the children. Three families felt 
that the money was most useful in allowing them to reimburse extended 
family members for their transportation and child care expenses. 

The families unanimously indicated that simply receiving money 
payments, without the other elements of the EFR project, would not have 
been as helpful. The families said that the project provided them with 
the knowledge and skills needed to use the money wisely, and that the 
families could not have organized and trained the extended family members 
without the initial advising from the Family Clinicians. 

The figures in Table 3 represent how the money was allocated, not 
the extent to which training and services were actually provided. For 
example, many extended family members did not actually receive stipend 
money for training or for services. Instead, they returned the money 
to the family, with the understanding that the family was going to use 
the money in some other way to benefit the child, such as on equipment, 
home adaptations, or other services. 

Assessment forms . The assessment forms completed by the parents 
corroborated information obtained from the final interviews with parents. 
However, some assessments were either not returned, or returned incomplete. 
Many items were answered in ways that indicated they had not been under- 
stood, limiting the assessments' usefulness in the evaluation of the 
project. 

Inventory of Parents' Experiences . There were eight nuclear 
families who completed, pre and post, the question on this inventory 
which asked them to rate their overall current life situation from 
"very bad" to "very good." Seven out of eight families showed an 
improvement in this rating from the beginning to the end of the project, 
and one family maintained the same ("very good") rating. The probability 
that all of these ratings improved by chance is .008. The data support 
the conclusion that these families perceived that their overall life 
situations had improved over the project year. 

Questionnaire on Resources and Stress-Revised . Nine families 
had sufficiently complete data on both the pre and post assessments. 
Each family received a raw "problem score" in four areas: family and 
parent problems; pessimism; child characteristics; and incapacitation. 
The higher the raw score, the more stress a family was assumed to be 
experiencing. The data were analyzed in terms of how many problem 
scores decreased from pre to post. Out of 36 problem scores, 24 decreased 
3 remained the same, and 9 increased. The fact that a significant (p < .05 
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Table 3 

ALLOCATION OF STIPEND MONEY BY FAMILIES 



Family # 



Total Total 
Average Monthly Across % Spent For % Spent On % Spent On 
Payment Project Training Equipment Respite 



1 


$165.80 


$1,492.23 


31% 


40% 


14% 


2 


* 21.00 


21.00 


100% 


0% 


0% 


3 


191.99 


1,727.97 


22% 


7% . 


41% 


4 


113.18 


905.45 


19% 


0% 


61% 


5 


146.88 


1,468.76 


18% 


10% 


23% 


6 


181.99 


1,455.92 


30% 


7% 


24% 


7 


111.11 


1,000.06 


19% 


33% 


11% 


8 


185. 17 


1,666.54 


26% 


2% 


53% 


9 


96.21 


288.64 


7% 


9% 


52% 


10 


86.57 


692.58 


13% 


24% 


44% 


11 


173.26 


1,039.55 


11% 


15% 


70% 


12 


* 52.58 


157.75 


28% 


0% 


72% 


13 


143.72 


1,293.50 


13% 


23% 


53% 


14 


193.47 


1,547.38 


4% 


0% 


92% 


15 


186.22 


1,676.01 


18% 


6% 


55% 


16 


106.30 


744.09 


80% 


5% 


0% 



* (did not complete project) 

average monthly payment (excluding those who did not complete 
the project) was $149.00 
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number of problem scores decreased supports the conclusion that stress 
decreased for these nine families. 

Special Expenses . Parents were asked to what extent the expenses 
related to their child's disability affected the overall quality of their 
family's life. The higher the rating score, the more negative the impact 
of these special expenses. Nine families completed pre and post ratings. 
The overall ratings decreased for six families and increased for three. 
These results are not significant. Unemployment, bad economic conditions, 
and many fixed expenses related to their child's disability could have 
affected these results. 

Daily Log Data . During the last six months of the project 
information from each family in two areas was collected— amount of time 
a service was provided, and the goal to be achieved as a result of the 
service. The data were recorded in terms of time, for example, as hours 
of respite and hours of time to self for the primary caregiver. This 
information vfls plotted on a graph, resulting in one line indicating hours 
of service, and another line indicating hours of a goal achievement. A 
correspondence between the lines indicated that the families were making 
progress toward meeting their goals. For six families, considerable co- 
variation existed between the service provided and the goal. These families 
were achieving their goals. For one family, no co-variation existed. 
This family was not achieving its goal. One family's graph was unclear. 
For the remaining families, daily log data were unavailable. (See Appendix 
A for an example of a Daily Log Graph.) 

Impact on Staff 

Seventeen evaluations of the impact of the EFR project on their 
work with the children were completed by Children's Clinic and Preschool 
staff members. They answered the question: "How has this project either 
helped or hindered you in your work with the child and family?" Sixteen 
evaluations reported that the project was quite helpful; one evaluation 
said that the project was neither helpful nor unhelpful. The evaluations 
emphasized improved communication with the family and increased involvement 
by the family, as a result of carry over into the home: 

He£ped dAjmcuUaxJUy; I mJtk^d moKa cZo&oJiy mXh tho. iamiZy, 
ablz to bzXJtoA undeA6tand tkoJA mzds^ and thdin. pQAc^ption6 
tha ckiZd and kU commanA.cation ^fiUZa, and thz mothoA ioZZoi^ad 
a hotrn pnjoQnjam that ujoa an jintQ.QhaZ obpo^ct kLs> comayLtcatLon 
gn.ou)th oveji tkt hmutoA. 

EjJiJectcve In hoping to "kook" th^ poA^nt^ Into KQ.-hondu.nQ uUXh 
the. ckiZd. 

Impact on Extended Family Members 

Fifty extended family members rated four elerlients of the EFR project 
in order of their helpfulness. Family meetings and training were considered 
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most helpful. Forty-two percent of the respondents gave training the 
first rating; 3S% gave family meetings the first rating, 12% rated money 
payments first; and 8% rated Performance Contracts first. 

Extended family members were also asked how the project affected 
them personally. The most frequently mentioned changes reported by 
extended family members were Increased knowledge (36%), increu.ad under- 
standing and acceptance of handicapping conditions (38%), more skills 
(20%), more fulfillment (10%), and career related experience (12%). One 
volunteer decided to go to graduate school in speech therapy as a result 
of her experiences with the project. 

Volunteers also varied in their need for the stipend. Some volunteers 
could not have participated without the financial support of stipend pay- 
ments. Others did not feel they needed any payment, or did not wish to 
accept it. For all volunteers however, the actual value of the services 
provided exceeded the amount of reimbursement they received. 

Pzggy t^a6 a 6inglz poAzrvt on {^^oXiaAz. Shz voluyvtzd/izd to hzlp 
Vian^po^t a child to thzmpy. Evzn though 6hz wr6 oZlgibZo, ^o/i 
milzagz KOMnbuUzmznt^, 6hz Kziu^zd to acczpt thzm, p^zioMAlng 
Instzad to "do th^u ioK Ronald aZl on my om." 

SKdnda an oat oi voon.k ^pzcMil zducatlon tzachdA. Shu volantzzAzd 
to tvutoK chyUdAzn in n.zadlng. Evzn though n^zmbivazd ioA 

hzA tarn vooKklng ooith thz ckildAzn, thz hoanly Katz 6hz Kzczlvzd 
m6 only a inxiction oi vohat 6hz could havz Kzczlvzd on a pnJjoatz 
ba^^U. thz dupaAAXy in pay 6hz commzntzd "I don't coAz; 
tkU >c6 {johat I Kzally voantzd to do." 

Both the families and extended family members reported that they 
got along well with each other, with very few exceptions. Reasons 
for this friendly cooperation varied. Basically, parents and extended 
family members "got along'* when the (a) family members felt the parents 
were open, appreciated them, or shared some common background or problems, 
and (b) when the parents felt that extended family members were friends 
of the family, liked the child, and wanted to be there. 

Both families and extended family members pointed out the benefits of 
the reciprocal and mutually supportive relationships that had developed. 
With few exceptions, extended family members felt appreciated and needed 
by parents as part of the "family.*' 

The most frequently mentioned problem reported by extended family 
members was related to time. Twenty-one persons said that it was difficult 
to schedule meetings and time with the child because of their schedules. 
Nevertheless, careful planning ahead with the families made it possible 
to manage this problem. The parents were increasingly able to handle 
scheduling arrangements without relying on the Family Clinicians. Eight 
nuclear families reported ro difficulties with their participation in 
the project. Two said it was hard to contact everyone. One family 
each reported the problems of: keeping up the momentum, recruiting 
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volunteers, scheduling times, and enlisting relatives. 

When asked what would happen after the end of the project, 38 
extended family members said they would probably continue what they had 
been doing; five said they would not see the child again, three did not 
know, and two said they would volunteer for another project. Five nuclear 
families said they did not know, eight said the extended family activities 
would continue, and one parent said it would be hard for her financially 
and emotionally. 



Conclusions 

The evaluation data support a number of conclusions concerning the 
effectiveness of the Extending Family Resources project and its implications 
for the design of other programs to support families under stress. 

The EFR concept provides for individualized family programs 
which share a common framework, but account for circumstances 
which are variable among f ami 1 ies, such as income, size, and 
relatives present or absent. 

This synthesis of flexibility and structure was one of the project's 
key strengths, and an important reason for its effectiveness with many 
kinds of families. The project generated strategies for reducing stress 
in both low and middle income families, single parent and two parent 
families, and families with mildly and severely disabled children. The 
project was effective whether a nuclear family used familiar persons, 
volunteers, or a combination of relatives, friends and volunteers in 
its support network. A consequence of the fact that a basic framework 
can address the needs of such a diverse population is that individualized 
family programs can be managed efficiently by a single agency. The 
importance of an individualized approach to the problems of families 
with handicapped children is recognized (Turnbull & Turnbull, 1982). 
The EFR project assures that there is an effective and efficient means 
for accomplishing this goal. 

The EFR project demonstrated that family support systems 
can and should have a variety of participants . 

Relatives, friends and neighbors do not automatically constitute and 
function as a support network. Sometimes a catalyst, such as the EFR 
project, is required to foster the reciprocal and mutually helpful 
relationships that characterize support networks. Once established, 
however, the very nature of supportive interactions will tend to keep 
the system operative. 

In this project, the extended families were "built" in a variety of 
ways. Depending on the family group, members were predominantly relatives 
or friends or volunteers. All family configurations functioned equally as 
well; differences in the extent to which families reached their goals 



40 



52 



were not related to how extended families were constituted. Factors 
which were important to the construction of a family support system were 
shared experiences, common aims, and concern for the children. The early 
months of the project were crucial to the establishment of a smoothly 
working extended family network. No families dropped out of the project 
once the critical early period was successfully completed. 

The EFR project showed that B_arents^ relatives friends and 
volunteers can be trained to work with a handicapped child 
as an extended family group. 

Training was individualized according to the family and the individual, 
to prepare each participant to perform the tasks he or she was actually 
planning to do with a particular child. Thus, training resulted in indi- 
viduals acquiring the skills that they immediately used to work with the 
children in ways that would not have been possible otherwise. The skills 
appeared to be as reinforcing as the money earned during training. Extended 
family members rated training and the family meetings which were the context 
for training, as the most important elements of the EFR project, suggesting 
that skills and group membership were as important as the stipends. 

The EFR project demonstrated that appropriately trained extended 
family members can provide a range of support services to families 
of handicapped children. 

Extended family members provided both practical and emotional support 
to the nuclear family--general ly in a simultaneous manner. Respite was 
a direct support for parents in that it decreased child care demands and 
responsibilities for the primary caregiver while it increased the parents' 
time for themselves and as a couple. Transportation and child care for 
other children also directly supported parents . 

Following training the child's relatives increased both the quality 
and extent of their involvement with the child. This had an indirect 
effect, in that it increased the parents' feelings of social support and 
family cohesiveness, and reduced the social isolation of the nuclear 
families. Sharing home therapeutic and educational programming responsi- 
bilities with extended family members relieved the parents and also gave 
the children opportunities for skills generalization. 

The EFR project provided a model for reducing family stress 
related to a child's handicapping condition . 

A number of evaluation measures indicated an overall reduction in 
family stress by the end of the project. Several factors contributed to 
stress reduction: the buffering effect of social support; the improved 
coping strengths of family members as a result of training; and the in- 
creased skill on the part of parents in mobilizing and using resources- 
including their social network--on behalf of themselves and their children. 

The EFR project was an effective demonstration of how a child's 
family-based program can be designed to complement the child's 
school or center-based program . 
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Most of the children in this project received their center-based 
program at Children's Clinic and Preschool. Coordinating the child's 
center-based and home--based programs was fairly simple in this situation 
because the EFR project staff and the Children's Clinic and Preschool 
staff were in daily contact- Nevertheless, a special effort was made 
to ensure that all professionals involved with a child were informed 
of and able to contribute to the home program. Despite this increase^ 
in their work load, staff members were very enthusiastic about the 
project, and reported that it helped them in their work with thi child. 
The staff members began to incorporate their understanding of family 
dynamics and the different people who were able to work with the child, 
into their program planning. 

The EFR project was also able to complement the programs children 
received from outside agencies. Two families received center-based or 
school programs elsewhwere, and the EFR project staff built cooperative 
working relationships with some of the professionals from these agencies. 
This was achieved by maintaining opportunities for open communication 
and involvement. Those staff from other agencies who became familiar 
with EFR were enthusiastic about the project. They felt it benefited 
the children and families, and supported the goals of the children's 
school or center programs. 

The EFR service model demonstrated that the goal of implementing 
a family support network can usually be completed in a time 
period of six to ten months . 

The EFR project had originally been designed to enroll ten families. 
However, several families enrolled and graduated from the project according 
to a time frame that was dictated by naturally occuring events in their 
lives. For example, a child's transition to a new program precipitated 
a marked decrease in participation in the project for some families. For 
this reason, the EFR project was able to include 16 families, rather than 
10. It was noted that most families were able to progress through the 
project in about six to ten months. Knowing that the project duration 
was finite encouraged families to work hard to achieve their goals within 
the time allotted. All of the families expressed regret that the project 
was ending. Some felt that they could have taken more advantage of the 
project. Families with a lower level of involvement wished at the end 
of the project that they had been more active. 

The EFR project did not solve all of the problems of the participating 
families during their period of involvement. It provided them with a means 
of developing and using the resource of social support in their lives. It 
seemed natural that the families would feel uneasy about continuing on 
their own, without the organized support of the EFR project. In recognition 
of this problem, it is recommended that future programs provide families 
with '^booster sessions" at regular intervals after they have graduated 
from the more structured support of a six to ten month project 

The stipend money was important for removing barriers for 
families, but its significance was found in combination with 
other elements of the EFR project . 
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Money, in combination with the training and support elements of the 
project, was an important stress reducing factor. Most families did not 
allocate the whole stipend ($200) each month. The data collected during 
the project showed that families needed less than this amount for services 
for themselves and their child. Besides obtaining services, families also 
applied a portion of this money for one-time purchases, such as equipment 
or architectural changes. Both lew and middle income families reported 
that the money made it possible for the primary caregiver to occasionally 
do something for herself. The money made the difference between severely 
limited activities and occasional recreation; having time for self was 
cited by parents as a major reason for reduced stress. This finding is 
consistent with the literature, which shows that role restriction is a 
major cause of distress in families and for the primary caregiver (Blackard 
& Barsh, 1982a; Breslau, Staruch & Mortimer, 1982). 

The exercise of their "executive function" in distributing the stipend 
money was an important benefit for some families. It was an opportunity 
to learn to manage personal resources in coping with daily stresses. 

Reports on the uses of direct payments to families of developmentally 
disabled persons on South Carolina contribute to an understanding of the 
results of the stipend payments in the EFR project. South Carolina designed 
a program of payments to families to prevent financial concerns from causing 
institutionalization. They found, however, that financial problems related 
to the disability were not alone the cause for institutionalization. In 
other words, additional interventions to reduce family stress, such as the 
EFR project, would be needed to prevent institutionalization. 

The role of the Family Clinicians was crucial to the families ' 
successful completion of the program . 

Family Clinicians exercised many roles, depending on the needs and 
goals of a particular family, and were thus another example of individualized 
programming in the EFR project. Each Clinician was alternatively: a resource 
coordinator, a family counselor, a parent trainer, a team organizer or a 
child advocate. The Clinicians had to be knowledgeable and skilled in all 
these areas, as well as possess flexibility and a good sense of timing in 
the employment of these interventions. The professional nature of their 
activities, as well as the fact that they were in positions of authority, 
and able to issue stipend checks, made it possible for them to organize and 
mobilize large, inexperienced extended family groups into cohesive support 
systems for families of handicapped children 
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Chapter III 
REVIEW OF DIRECT SUBSIDIES TO PARENTS 



Parents were provided stipends as part of the Extending Family Resources 
(EFR) project. Because the concept of direct payments to parents is not 
universally accepted, a review of the use of monetary subsidies to parents 
is presented. This review includes the EFR project's use of stipends as well 
as the use by various state governments. 

In the EFR project, payments to parents comprise an incentive system. 
Payment was contingent upon performance of an activity beyond basic care, 
such as attendance at training sessions to learn skills, or participation 
in special programming activities for the child at home. Two hundred dollars 
a month for services for a child was allocated to each extended family 
according to decisions detailed in the monthly Performance Contract (see 
page 22). In addition, special money for unusual expenses such as transpor- 
tation and child care was available while attending training sessions. 

The stipends were useful in two ways. As a short-term incentive, they 
were reinforcers to parents for their participation in training and other 
activities to benefit their child. As a long-term incentive, stipends helped 
each family reduce its barriers to raising their handicapped child, by en- 
abling them to purchase goods and services. The Clinician worked with the 
family to determine these short- and long-term needs. Often families applied 
their monthly stipend towards a long-term barrier. For example, a portion 
of the money earned for conducting individual training programs at home each 
month was "saved" in order to buy a piece of equipment. 

The concept of paying parents for activities concerning their own child 
is not universally accepted. Obstacles to a parent subsidy program include: 
lack of political momentum for subsidies, belief that paying parents is 
morally wrong, difficulty with accountability of payments, competition with 
public programs for money, and the perception that families with handicapped 
children have too many problems to manage money wisely (Tapper, 1979). 
Social policy has led more often to the provision of services that substitute 
for the family, rather than support it (Moroney, 1979). In spite of these 
factors, there is an increasing trend for states td pay subsidies to families 
for raising their developmental ly disabled family member at home. 

A parent subsidy is defined by Tapper (1979) as "a payment to a parent 
for care provided to the parent's own child; there is no requirement in 
parent subsidy which states that the parent use the money to purchase 
services." In England a "Constant Attendance Allowance* paid as a 
regular subsidy to all families who care for a qualifieci individual and 
there is no need to show receipts of services purchased. Family subsidy 
programs in the United States do not usually operate in this manner; 
subsidies are usually given for the acquisition of services. Some varia- 
tions used by different states are as follows: 
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Money given for services authorized in an individual program plan. 

Stipend money awarded only when previously approved services are 
documented with records and receipts. 

Vouchers or contracts issued to purchase a service. 

Monthly subsidies used in combination for basic care and additional 
services. 

Another practice in the use of subsidies is an income means test for 
the family. Some states use such a test and some do not. There is no 
income test as part of England's "Constant Attendance Allowance. Indeed, 
it is felt in Great Britain that as well as financial reimbursement, the 
allowance is a boost to the family because their extra time and effort in 
raising their handicapped child is recognized by society. 

The following discussion and Table 4 synthesize the most up-to-date 
information available on subsidy payments to families caring for a develop- 
mentally disabled person at home. The information was gathered through a 
mail and telephone survey of state agencies with responsibility for the 
developmental ly disabled. The subsidy programs are funded by state govern- 
ments, sometimes contracted to another party. The exception is the state 
of Idaho, where the program is funded by the Idaho State Council on Develop- 
mental Disabilities. The state of Nebraska has had legislation approved 
for such a program, but has received no appropriation. Literature on fami ly 
subsidy programs often include information from the states of Washington 
and Pennsylvania (Bates, 1981; Nebraska, 1980), these two states provide 
services, but not direct payments. Since the EFR project was interested 
in the effects of direct payments to parents, only programs in which 
parents receive payments in cash or voucher are included. 

The information was reviewed for trends in how states were using 
subsidies. Although great variations were found, it appears that the 
rise in use of family subsidies seems to follow the push for deinstitution- 
alizing our developmental ly disabled population. However, where some 
states strictly require that the program is for the prevention of insti- 
tutionalization, others cite deinstitutionalization as a broad underlying 
concept, and still others provide stipends as a recognition only of the 
increased costs of raising a handicapped child. Some emphasize that there 
be a cost-effectiveness component which must be less than the cost of out- 
of-home placement. 

There are some major differences in each state program with no two 
being the same. Some of the differences are as follows: 

Services for children versus services for adults. 

General subsidies versus specific services. 

Basic care versus specialized services. 
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Family training provided in conjunction with services versus no 
provision for family training. 

Respite care available outside the subsidy program versus being a 
part of it. 

Use of an income means test versus no financial eligibility require- 
ments. 

Eligibility requirements vary among states. For example, the state 
of Rhode Island includes the mentally ill and long-term hospitalized as 
well as the mentaTy retarded and developmental ly disabled. 

Table 4 indicates whether the program is available statewide and 
whether it is on a pilot basis or an on-going project. The latest avail- 
able budget amounts and the most recent number of clients available were 
used. States have used different funding periods and fiscal years so the 
most recent information was used versus those of a comparable year. One 
column indicates whether each program requires an income means test. An 
abbreviated description of eligibility is provided although many states 
have very elaborate eligibility requirements. Services obtainable through 
the programs ere not included because the lists are lengthy. In general, 
most states include those services typically seen as barriers to caring 
for the developmental ly disabled person, including respite care, specialized 
therapy, transportation, adaptive equipment and architectural remodeling. 
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Table 4 

mmii OF mm providing subsidies to 

FAMILIES OF THE DEVElOPHENTALiy OISMLED 



State ProSMHi Njme 



AdJiinistraUng 
Agency Statewide 



Pilot 



Budget 
Ainount 



Niiber Haxiimim Income ... 
of Dollars Means 
Clients Per Client Test ^^'S'^'^''^' 



Other 



Connecticut 



Florida 



00 



Idaho 



Parent 

Oeinstitutionalizatior 
Subsidy Aid Program 



family Placement 
Program 



In-flonie Financial 
Assistance 
(there is a 
respite program 
in addition] 



Department of 
Human Resources 



Developmental 

Services 

Program 



Bureau of 

Developmental 

Disabilities 



Illinois 



Hichigafi 



Family Assistance 
Program 



family Support 



Department of 
Mental Health 
and Develop- 
mental Dis- 
abilities 



Department of 
Mental Health 
through four 
Coimiiiinity 
Mental Health 
Agencies 



yes 



'yes 



yes 



yes 



no 



yes 
temporary 
funding 



1982-63 
{21,840 



1961-82 
)8B3,173 



1932 

$4S.000 
Funded by 
Idaho Sute 
Council on 
Developmental 
Disabilities. 
Proposal to 
legislature 
to fund. 



yes 



yes 



no 



$2,0 



17 



1981-82 
217 



None 
Must be 
cost* 
effective. 

Average 
$30-680 
per montli. 



Past 
year 

81 



None 

Used from 
other budgets 
when most 
appropriate 
placement. 



1960-81 
{650,000 



but reduced 
by cutbacl^s. 



not 
projected 



1980-81 

81 
in four 
projects 



yes 



no 



{250 per 
month or 
not more 
than 311 
of cost 
of ICF/HR. 



no 



Haximum 
equal foster 
care rate. 
Approximate 
maximum 
{350 per 
month. 



None 



yes 



no 



Physically handicapped 
or developmentally 
disabled child with 
natural parents, not on 
Public Assistance. 



Prevent or return from 
institution. No age 
criteria. 



Stress use of volunteers, 
family resources and 
other agency coordination. 



DevelflpwntJlly disabled leverage {420 per family, 



child (hope to extend 
to adults) Mho nay be 
institutionalized. 



per year. Had estimated 
$6,000 per family but 
have found families need 
it most for time limited 
special needs. 



Family of developmentally To begin Fall 1982. 

disabled person, child • 

or adult. Institution- : 

alizedoratriskof j 

Institutionalization, i 



One program pays general 
subsidy, other three pay 



Developmentally disabled 

children at risk of - , - 

institutionalization. or specific serv. 

iHore Corniunity Nental 
'Health Boards in state 
;are interested. 



State 



Program te 



Administrating Budget 
Agency Statewide Pilot Amount 



Hinnesotd 



Hontana 



Hit Family Subsidy 
Program 



Nebraska 



Family Training and 
Support Services 
Respite Services 



Department of 
Public Welfare, 
Hental Retardatior 
Division 



Disabled Persons and 
Family Support Act 



DepartiDent of 

Social and 

Hehabilitation 

Services, 

Developmental 

Disabilities 

Division (with 

private 

contractors) 



Nevada 



Family Preservation 
Program 



N. Dakota 



Family Subsidy Program 



Department of 
Public yelfare 



Division of 
Hental Hygiene/ 
Kental 
Retardation 



Rhode [stanc 



S. Carolina 



Parent 

Oeinstltutior^lization 
Subsidy Aid Program 



Human Services 
Departmenti 
Division of 
Developmental 
Disabilities 



Division of 
Retardation 



Fdiiiily Care Program 



Department of 

Mental 

Retardation 



Nudiber fiaximum Income 
Of Dollars Heans 
Clients Per Client Test 



yes 



no 



yes 



no 



July 82- 
July 83 

(525,800 



Abbreviated 
Eligibility 



Other 



yes 



yes 



no 



July 82. 
July 83 

$l,125jOOO 



1500,000 
Proposed 



(250 ' 
le{mburs^ 
187 wntfor 
irior 

iuthorized 
services. 



600 

Some use 
only a 
portion 
of 

services, 



(125 peryear 
(support), 
5360 peryear 
(respite), 
$900 peryear 
(training)j 



no 



no 



1982-83 
$110,000 



no 



yes 



no 



1982 

t300,O00 



1981-82 



{300 per 
family. 



J286 per 
month legis- 
latively. 
Prorated to 
serve nore 
clients to 
(160 per moot! 



yes 



yes 



currently J15 



(9/82) 
143 



1982-83 
1155,000 



per week 
[biiic care 

$35 per week 
(services). 



yes 



43 



yes 



no 



approximately 
$11,000 



avoidance 
of insti- 
tution 

(9) 
out of 
institu- 
tion (2) 

[....-, 



$25*60 per 
week for 
basic care. 

(5-15 per 
week for 
training. 



$160 per 
month. Use 
only for 
special 
needs. 



no 



yes 



Mentally retarded 
children. Potential 
for out'Of-home 
placement. 



Developmentally disabled 
person. Priority given 
to younger and more 
severely handicapped. . 



Honey distributed 
through counties. 
Clients selected 
from statewide 
waiting list. 



Disabled person, 



Profoundly mentally 
retarded person cared 
forbya family member. 



Budget amount Includes 
funding for family 
trainers, respite 
coordinators and other 
support services. 



Appropriations vetoed 
by Governor. 



Developmentally 'disabled 
child not receiving SSI. 



Person who has been or 
would be institution- 
alized (mentally retarded, 
developmentally disabled, 
mentally ill, long term 
lospital). 



Found most effective 
in preventing insti- 
tutionalization. 



Mentally retarded child 
or adult. 



Can be add-on rate for 
foster parents also. 

Separate respite 
program. 



Program has been for 
avoidance of institu- 
tionalization. New 
approach will also aid 
in deinstitutionalization. 



Chapter IV 
SURVEY FOR PARENTS OF CHILDREN 
WITH HANDICAPPING CONDITIONS 



The Extending Family Resources (EFR) project had two major objectives: 
(a) to conduct a survey of parents of children with handicapping con- 
ditions to determine what economic, social and psychological factors, 
related to their child's disability, were perceived as contributing to 
family stress; and (b) to design and implement a model service program 
for families of handicapped children, to alleviate some of the negative 
impacts identified in the survey. The survey and the model service 
program were concurrent efforts within the EFR project. This section 
win focus on the survey. 



Background 

The literature on handicapped children and their families is con- 
sistent in concluding that the birth and rearing of a child with a handi- 
cap is a life-long stressor event that affects the parents, siblings, 
and family system itself. Psychologically, the parents have been character- 
ized as feeling reactions such as chronic sorrow, loss of self-esteem, 
helplessness, shame, and disorganization of personality- (Matheny & Vernick, 
1969). 

Many researchers assert that these psychological and emotional problems 
observed in parents of handicapped children are essentially normal reactions 
to a very stressful life event (Tavormina, Boll, Dunn, Luscomb & Taylor, 
1981; Hewett, 1976; Barsch, 1968; Matheny & Vernick, 1969; Wikler, Wasow 
& Hatfield, 1981). The event is stressful because there are numerous 
exhausting physical demands invol veff'Jn the task of raising a handicapped 
child. Professionals who have worked closely with parents of handicapped 
children believe that emotional support and counseling alone cannot relic^'e 
parental distress. What these parents need, first of all, is comprehensible 
information on their child, and practical assistance in the physical aspects 
of their child's care (Bobath & Finnie, 1970; Paul & Porter, 1981). Such 
services would include financial assistance, respite, transportation, and 
home management help (Nevin & McCubbin, 1979; Brewer & Kakalik, 1979). 

Noting that some families do cope, and even thrive, on the problems 
associated with raising a handicapped child, researchers have attempted 
to discover the mediating factors that account for some families being 
more resistant, and some more vulnerable, to stressful life circumstances 
(Nevin & McCubbin, 1979; Holroyd, 1974; Breslau, Staruch & Mortimer, 1982). 
The basic conclusion of this research is that a variety of family resources 
protect a family from adverse consequences of having a disabled child. 
Resources can be financial, informational, attitudinal, interpersonal, social, 
public, or religious in nature. Each family employs its resources in its 
own coping style. In general, families with more financial resources and 
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strong interpersonal and community support systems, experience less stress 
in raising their handicapped or high risk child (Nevin & McCubbin, 1979; 
Barnard & Kelly, 1980; Breslau, Staruch & Mortimer, 1982). 

The family member most at risk for experiencing negative levels of 
stress is the primary caregiver, who assumes most of the burden of caring 
for the handicapped child and obtaining outside treatment for the child. 
Many services and interventions are available for handicapped children. 
These services can be very beneficial to the child, but they do not nec- 
essarily relieve the practical demands on the primary caregiver.^ In fact, 
providing transportation to therapy sessions, waiting in doctors offices, 
and seeking an appropriate educational setting for a handicapped child, 
can be very stressful and time consuming tasks (McAndrew, 1976). The 
primary caregiver is more likely to cope successfully, however, if she 
perceives that her marital relationship is strong and supportive (Friedrich, 
1979), if she has enough education to procure flexible employment, and if 
she is financially secure (Breslau, Staruch & Mortimer, 1982; Breslau, 
Salkever & Staruch, 1982). In other words, mothers of handicapped children 
cope more effectively with their situation if their resources enable them 
to feel that they have a life of their own, beyond providing care for their 
child. 

Social policy decisions cannot address the needs of handicapped children 
without considering the needs of their families as a whole. Families are 
the primary context of handicapped children's early development. If the 
family is experiencing extreme stress, the child could be negatively affected. 
The higher incidence of child accidents, abuse, and fai lure-to- thrive in 
very stressed, low social -support families is an extreme case in point 
(Newberger, Reed, Daniel, Hyde & Kotelchuck, 1977). The purpose of the 
present survey was to focus and define the kinds of problems, and the levels 
of social, emotional and financial distress, that are being experienced by 
families with young handicapped children, who are utilizing services currently 
available in the state of Washington. Identifying problems at the family 
level is the first step in designing an intervention, such as the Extending 
Family Resources project, which would benefit the handicapped child by assist- 
ing the handicapped child's family. 

The desion and content of this survey were based on the findings sum- 
marized abovel reported in the current literature on families with handi- 
caoped children, and pilot interviews with parents of children attending 
Ch^'ldren's Clinic and Preschool. Four basic questions were addressed by 
the survey: 

. What demographic and child characteristics are associated with 
families reporting low and high levels of stress related to having 
a handicapped child? 

2. To what extent do families experience hardships because of the 
actisl physical and financial demands of caring for their handicapped 
chi iciren? 
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3. To what extent do families experience social and emotional 
distress as a result of having and caring for a handicapped child? 

4. Do parents have complaints regarding the availability of 
services? How does the use or non-use of services relate to 

the parents' reports of financial problems, physical care demands, 
and emotional distress? 



Methods and Procedures 

Instruments 

Survey , The survey instrument (Appendix B) contained 75 statements 
grouped into 10 content categories. The categories were: 



1. 


Finance"^ 


2. 


Obtf "rmatlon 


3. 


Comrfi , v.'th Professionals 


4. 




5. 


Availability of Services 


6. 


Community Attitudes 


7. 


Time 


8. 


Impact on Primary Caregiver 


9. 


Limits on Lifestyle or Life Choices 


10. 


Impact on Family 



Respondents read each statement and circled a number from 1 ("This 
situation is little or no problem") through 5 ("This situation is an 
enormous problem") to best describe how the situation in the statement 
applied to the family. Respondents could also circle NA ("This situation 
is not applicable to me or my family"), and were given the opportunity to 
write in additional comments at the end of each content category. 

Background information . Respondents provided information on their 
family's composition, the disabled child's age and sex, the number and 
severity of the child's handicapping conditions, services the child re- 
ceived, and the parent's education, income, residence local, and degree, 
of religious involvement. 

Distribution . The survey packets were distributed to 1314 families 
in the state of Washington, through the cooperation of 23 early childhood 
intervention programs. The agencies distributed the survey packets with 
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a letter of endorsement and a stamped, pre-addressed return envelope, to 
their current and recently graduated client populations. Since these 
agencies primarily served infant and preschool age children, data was 
gathered predominantly from families with young handicapped children. 

Data Reduction 

Demographics . Parents rated the severity (1 to 3) of their child* s 
condition in each of six disability areas: (a) large muscle, (b) fine 
muscle, (c) language, (d) sensory, (e) learning, and (f) behavior. The 
ratings were summed to obtain a Disability Score ranging from 0 to 18 for 
each child. The higher the Disability Score, the more severe was the child's 
disability. Parents also indicated whether or not their child received the 
following services: (a) physical therapy, (b) occupational therapy, (c) 
nursing, (d) speech therapy, (e) physician (f) special education, or (g) 
behavior management or counseling. The number of services per child was 
summed, giving each child a total Services Score . 

Survey categories . Seventy of the survey items were reorganized into 
seven content categories that were rationally cohesive and contained at 
least seven items for scoring purposes. Four statements were included in 
more than one category because they had content appropriate to more than 
one category. For example, the statement "I cannot afford enough child/ 
respite care to get a break as often as I would like" was included in the 
Finances category and the Role Demands on Primary Caregiver category. 

The seven survey categories were: 

1. Finances . Items in this category described a range of financial 
problems, such as not being able to afford therapy, fear of losing 
insurance coverage, and worry about future financial responsibilities. 
(13 statements) 

2. Obtaining Information . These items referred to problems finding 
information on services for one's child, on evaluating what programs 
were appropriate for one's child, and on learning to provide special 
care at home for one's child. (10 statements) 

3. Availability of Services . These items described the problems 
that can be encountered in obtaining services for one's child, such 
as geographic distance, insufficient quantity, poor quality, in- 
appropriateness, or unavailability. (10 statements) 

J. Emotional Impact on Primary Caregiver . These items described 
emotional distress the primary caregiver might feel in relation to 
her child, such as feelings of powerlessness, depression, and worry 
about her ability to care for the child. (9 statements) 

5. Role Demands on Primary Caregiver . These items reflected the 
actual physical and time demands of caring for a handicapped child, 
and whether the caregiver perceived these demands as restricting 
other aspects of her life. (10 statements) 
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6. Impact on Family . These items described the effect of the ctiild 
on the family as a social system. Included here were statements 
about the marital relationship, siblings, and other relatives, and 
possible limits on lifestyle or life choices. (15 statements) 

7. Concern for Child . These items described basic concerns parents 
may have for the child's social and emotional development, and future 
place in the community. (7 statements) 

Scoring > Two scores were computed for individual survey items: a 
Stress Rating and a Problem Score. These scores were also computed for 
each of the seven content categories, and for the survey as a whole. For 
some analyses, families were assigned to a Low Impact or High Impact group, 
depending on whether their Stress Rating for a particular category was 
below or above the sample mean. 

Stress Ratings consisted of a number rating, from 0 to 5, 
that respondents gave to each survey statement. Average Stress Ratings 
were compiled for each category as follows: 

Category Average category statement stress ratings 

Stress Rating number of statements in the category 



Problem Scores were computed by collapsing the 0 to 5 Stress 
Rating for each survey statement into a dichotomy, best described as "no 
problem" versus "yes, a problem." Table 5 describes the derivation of the 
Problem Score. 

The Problem Scores for the categories, and the survey as a whole, 
were proportions computed as follows: 

number of statements in a category marked "a problem" 

Problem Score = 

total number of statements in the category 



The purpose of this dichotomization was to eliminate the highly 
skewed response distributions due to the fact that relatively few respondents 
rated the items as very serious problems. 

Low Impact Group s and High Impact Groups were determined on the 
basis of the average Stress Rating for a given category. All families with 
Stress Ratings below the sample mean were assigned to the Low Impact Group, 
and all families with an above average Stress Rating were assigned to the 
High Impact Group, for each category. 

Two Representative Survey Items were selected from each of the 
content categories for futher analyses. Only two statements from each 
category were selected in order to avoid redundancy in reporting the results, 
as all survey items were intercorrelated. The two items in each category 
with the greatest amount of "spread" in the distribution of Stress Ratings 
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Table 5 

COLLAPSING STRESS RATINGS INTO THE 
PROBLEM SCORE DICHOTOMY 



ERIC 



NA = 


"This 


situation 


is 


not applicable to me or my family. 


1 = 


"This 


situation 


is 


1 ittle or no problem," 


2 = 


nhis 


situation 


is 


somewhat of a problem." 


3 = 


"This 


situation 


is 


a rather important problem." 


4 = 


"This 


situation 


is 


a very substantial problem." 


5 = 


"This 


situation 


is 


an enormous problem." 



NA + 1 = "No problem" 
2+3+4+5= "Yes, a problem" 
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were generally those that were selected to be representative statements. 
The only exception to this rule was if the two statements were very similar 
in content, then the item with the next best rating distribution was selected. 
Table 6 shows the 14 representative statements, and the distribution of 
respondents who gave the statement each possible Stress Rating. 

Data Analysis 

The thrust of the analyses was to determine the qeneral incidence and 
severity of various problems, and seek correlates of stress for subgroups 
of families classified by various demographic characteristics. When both 
the survey data and demogrphic data were categorical (which was usually 
the case), crosstabulations were performed to determine if relationships 
existed. Otherwise Pearson product-moment correlations between scores 
on demographic vviriables and scores on survey variables were performed to 
determine whether a significant relationship existed between them. 



Results 

The Sample Characteristics 

A total of 448 usable surveys were returned within the time limit for 
data analysis, for a return rate of 34%. The great majority of survey 
packets were completed by the mother in the family (86%). Most families 
were natural (91%), two parent (85%) families. In 28%, the handicapped 
child was the only child, in 34% there was one other child, and in the 
remaining 38% there were two or more other children. 

The median income level for these families was about $20,000, which 
corresponds to the 1981 census figures for Seattle. Income level had the 
following distribution: 21% less than $10,000; 31% between $10,000 and 
il9,999; 25% between $20,000 and $29,999 and 18% over $30,000. 

In two parent families, 14% of the mothers were employed full-time, 
19% were employed part-time, 7% said they were ^'unemployed and looking," 
59% that they were "unemployed, not looking." Of the fathers in the sample. 
69% were employed full-time^ 3% part-time, 8% were unemployed and looking, 
and 6% were unemployed and not looking (data was not available for 14% of 
the fathers; for those families only data on the single mother were avail- 
able). 

Single mothers were employed full-time in 19% of the cases, part- 
time in 14% of the cases, unemployed and looking in 15% of the cases, and 
unemployed and not looking in 51% of the cases. The difference in employ- 
ment status between married and single mothers was not significant. 

The sample was generally well educated. Only 9% of the mothers and 
11% of the fathers reported having less than a high school education. Thirty- 
four percent of the fathers and 24% of the mothers were college graduates. 
Twenty-six percent of the families lived in rural areas, 40% in urban areas, 
and 34% in towns and suburban areas. Thirty-five percent reported that they 
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Table 6 

TYPICAL STATEMENTS FROM SURVEY CATEGORIES 
AND DISTRIBUTION OF STRESS RATINGS 



Finances 



Stress Rating 
NA 1 2 3 4 5 



1) "I cannot afford the special therapy my child needs." 27 30 13 9 8 13 

2) "I cannot afford enough child/respite care to get a 

break as often as I would like." 37 28 13 7 5 10 

Obtaining Information 

3) "It has been difficult to obtain information on what 

services are available to my child." 14 40 16 13 9 8 

4) "I need information on how to handle and care for my 

child at home." 34 38 12 8 4 4 

Availability of Services 

5) "The services that I would like for my child are 

located a long distance from where I live." 31 32 11 9 5 11 

6) "Becuase our income is above a certain level, we 

are not eligible for certain services that we 

really do need." 35 25 10 8 6.15 

Emotional Impact on Primary Caregiver 

7) "Becuase of the demands of caring for a handicapped 

child, I have little emotional energy to deal with 

other areas of my life." 24 32 17 12 7 8 

8) "Sometimes I feel powerless to help my child." 18 26 16 13 10 17 
Role Demands on Primary Caregiver 

9) "It takes so much time to care for my child that 

I have little or no time for myself." 20 33 22 9 8 9 

10) "One hard thing to accept about raising a child 

with a developmental disability is that I will be 
doing certain caretaking tasks for much longer 
than I had expected." 

Impact on Family 

11) "The fact that my child has a handicapping 

condition has strained my marriage." 

12) "My lifestyle is different from what I expected 

it would be because my child has a handicapping 

condition." 24 30 17 16 7 8 

Concern for Child 

13) "I am concerned that my child might have 

difficulty developing self-confidence and on -,•7 -.^ o m 

self-esteem." 19 29 17 16 8 10 

14) "I worry that I tend to over protect my 

handicapped child." 
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were "not at all involved," 36% said they were "somewhat involved," and 26% 
said they were "very involved," in a religious organization. 

Fifty-three percent of the disabled children were male, and 46% were 
female. They ranged in age from 4 months to 32 years, although 90% of 
the children were aged 6 and under. The median aqe was just under 3 
years. The Disability Scores ranged from 0 to 18. A third of the sample 
scored under 6, another third from 6 to 10, and the remaining third scored 
10 and above. 1 

In general, this population of children had more meirro-muscular handi- 
caps (83%) than sensory (blindness, deafness) handicaps (4^^'.!. Some level 
of learning diffic ..y was experienced by 76% of the ch^ldrG;]. 

The Service Scores ranged from 0 to 7. The mean Service Score was 3. 
The Service Score was positively correlated with the child's Disability 
Score (r = .31 £ < .001). 

Parents reported the services their children received as follows; 
40% of the children received the services of a physician; 70% received 
physical or occupational therapy; 64% received speech therapy; 62% received 
a special education program; and 9% behavior management or counseling. 

Survey Findings 

Content Categories . Table 7 shows the average Problem Score for 
content categories and the total survey. 

In general, parents of the more severely disabled childrei^ had higher 
Problem Scores. The Disability Scort=s were positively correlated w>th the 
Problem Socres of all content categories. Table 8 lists these correlations. 

The average Stress Ratings for each category and for the total survey, 
were generally low. Table 9 lists the averaae Stress Ratings and standard 
deviations for the content categories. The means were low in part because of 
the large percentage of NA's (not applicable = 0) for each statement (across 
items, 15 to 70% of the responder^ti; marked "NA"; on the average, 35% of the 
respondents indicated "NA" on any one item). 

The child's Disability Score was also positively correlated with the 
Stress Rating in each content category. Table 10 lists the correlations 
between average Stress Ratings and Disability Scores, for content categories 
and the total survey. 



The method of summing disability scores could produce a misrepresentation 
of those children having low scores. These children might not all have only 
mild disabilities. For instance, a child with mild ("1") ratings in three 
areas would receive the same score as a child having a severe rating ("3") 
in one area. Nevertheless, this scoring system would include only severely 
disabled children in the upper range of scores, and was used despite its 
flaws for this reason. 
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Table 7 

AVERAGE PROBLEM SCORES FOR CONTENT CATEGORIES 
AND TOTAL SURVEY 



Category 
Finances 

Obtaining Information 
Availability of Services 
Impact on Family 
Emotional Impact on Caregiver 
Role Demands on Caregiver 
Concerns for Child 

Total Survey 
(N=448) 



Problem Score S.D. 

.32 .26 

.33 .28 

.27 .24 

.25 .23 

.40 .31 

.38 .31 

.42 .31 

.32 .21 
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Table 8 

CORRELATIONS BETWEEN DISABILITY SCORES AND PROBLEM SCORES, 
FOR CONTENT CATEGORIES AND TOTAL SURVEY 



Category Correlations 

Finances .35 * 

Obtaining Information .28 * 

Availability of Services .26 * 

Impact on Family .48 * 

Emotional Impact on Caregiver .41 * 

Role Demands on Caregiver .45 * 

Concerns for Child .23 * 

Total Survey .45 * 

(* £ < .001) 

(N=448) 
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Table 9 

AVERAGE STRESS RATINGS FOR CONTENT CATEGORIES 
AND TOTAL SURVEY 



Category Average Stress Rating S.D. 

Finances 1.34 .97 

Obtaining Information 1.43 .93 

Availability of Services 1.27 .92 

Impact on Family 1.12 .81 

Emotional Impact on Caregiver 1.61 1.08 

Role Demands on Caregiver l.bl 1-03 

Concerns for Child 1-66 1-08 

Total Survey 1.37 .79 
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Table 10 

CORRELATIONS BETWEEN DISABILITY SCORES AND AVERAGE STRESS 
RATINGS, FOR CONTENT CATEGORIES AND TOTAL SURVEY 



Category Correlations 

Finances .41 * 

Obtaining Information .33 * 

Availability of Services .27 * 

Impact on Family .48 * 

Emotional Impact on Caregiver .46 * 

Role Demands on Caregiver .48 * 

Concern for Child .28 * 

Total Survey .48 * 

(* £ < .001) 

(N=448) 
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For each category, crosstabulations between Impact Group (Low or High) 
and selected demographic variables were performed. The chi -square 
statistic was used to test for significance. 

When Impact Group for the total survey was crosstabulated by income, 
(Low = less than $10,000; Low Medium = $10,000 to $19,000; Medium = $20,000 
to $29,999; High = $30,000 plus), the results showed that fewer High income 
families were in the High Impact Group. This finding, however, was not 
significant (chi-square = 6.74, 3df, £= .08). 

When the individual survey categories were examined, this association 
between income and Impact Group was significant in two areas: Finances 
(chi-square = 9.72, 3df, £= .02) and Obtaining Information (chi-square = 
11.21, 3df, £= .01). In general. High income was associated with Low Impact 
and Low income was related to High Impact for these two categories. Inter- 
estingly, this, relationship was reversed for the two middle income levels, 
so that Low m4im income was associated with Low Impact and Medium income 
was associated with High Impact. 

When the Impact Groups for the total survey were crosstabulated by 
the mother's level of education (less than high school; high school gmduate; 
some college; college graduate or more), more high school graduates than 
expected were in the Low Impact Group, and more mothers with at least some 
college were in the High Impact Group (chi-square = 8.83; 3df; p = .03). 
When the individual survey categories were examined for this relationship, 
it was observed in Impact on the Family (chi-square = 12.29; df = 3, £ - .01). 

One other finding from this level of analysis was that, compared with 
two parent families, fewer single parents than would be expected by chance 
were in the High Impact Group for the Availability of Service category 
(chi-square = 4.36; df = 1, £ = .04). 

Individual Survey Items . Each of the 14 representative survey state- 
ments was crosstabulated by those demographic variables that had been 
significantly related to content category of which it was a member. Some 
of these items were also crosstabulated with other t^f^mographic variables 
when a relationship was hypothesized based on the h'srature. The dichot- 
omized rating scheme (0 for "no problem" and 1 for ''yes, a problem") was 
used ip these crosstabulations. When further information was required to 
explain significant results, crosstabulations for the original (6 point) 
ratings were also computed. Again, the chi-square statistic was used to 
test significance. In general, analyses for individual items followed the 
same patterns observed for data analyzed for the categories and the overall 
survey. 

I cannot afford the special therapy my child needs . 

Affording therapy was a problem for 44% of the sample. Families with 
High incomes ($30,000) were significantly less likely to rate this area a 
problem (25%; chi-square = 13.00; df = 3, £ < .01). The lower the income 
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level the higher the Stress Rating this statement was given (chi-square = 
^f'/.U4; df = 15; £ = .00). Stress Ratings on this item were significantly 
correlated with Disability Scores (r = .19; < .01). 

I cannot afford enough child/respite care to 
get a break as often as I would like . 

Affording enough respite care was a problem for 36% of the sample but only 
17% of the High income group rated respite a problem (chi-square = 22.6; 
3df; £ = .00). The lower the income the higher the Stress Rating was likely 
to be (chi-square = 33.86; 15df; £ < .00). Stress Ratings on this item 
were significantly correlated with Disability Scores (jr = .34; £ < .01). 

It has been difficult to obtain information 
on what services are available to my child . 

Problems obtaining information on services were distributed throughout 
the sample: 46% of respondents had some level of difficulty. Mothers 
employed full-time gave this problem higher overall Stress Ratings (chi-square = 
24.90; 15 df, £ < .05). Stress Ratings on this item were significantly 
correlated with Disability Scores (_r = .16; £ < .01). 

I need information on how to handle and care fo^* my child at home . 

The High income group was least likely to indicate needing information 
of this nature (15%). The Medium income group was most likely to indicate 
needing information (35.7%; chi-square = 13.92; 3df; £< .00). Stress 
Ratings on this item were significantly correlated with Disability Scores 
(r = .29; £ < .01). 

The services I would like for my child are 
located a long distance from where I live . 

■* 

The ratings on this statement were crosstabulated by location (country, 
town, city). Not surprisingly, those in rural areas werS most likely to 
have services located a long distance from where they lived. Forty-six 
percent of families in rural areas said this was a problem, compared to 
28% of urban families (chi-square = 10.63; 2df; £< .00). In addition, 
32% of those rural families who had this problem rated it "enormous," 
compared to 20% of urban families. Stress Ratings on this item were 
significantly correlated with Disability Scores (r = .18; £ < .01). 

Because our income is above a certain level, we 
are not eligible for services we really do need . 

Thirty-eirjht percent of the sample said they had this problem, but the 
highest group proportion was in the Medium income group (50%; chi-square = 
18.42; 3df; £ < .00). This income group also gave this problem significantly 
higher Stress Ratinqs (chi-square = 50.42; 15df; p < .00). Stress Ratings 
on this item were significantly correlated with Disability Scores (r = .i9' 
£ < .01)- 
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Because of the demands of caring for a handicapped child, I have 
little emotional energy to deal with other areas of my life . 

As in the statement above, mothers with at least some college tended 
to say they had this problem more frequently than mothers with high school 
or less 51% versus 34%; chi-square = 12.28; 3df; £ < .01). Stress Ratings 
on this item were significantly correlated with Disability Scores (r = .42; 
£ < .01). 

Sometimes I feel powerless to help my child . 

More mothers with at least some college rated this item a problem for 
them (chi-square = 7.22; 3df; £ < .07). The crosstabulations using the 
fun (0-5) rating scheme did not clarify this finding, as there was no 
clearcut pattern of relations between Stress Ratings and education level. 
However, mothers with high school educations or less were more likely to 
say that no problem existed in this area (chi-square = 25.6; 15df; £= .04). 
Stress Ratings on this item were significantly correlated with Disability 
Scores (r = .38; £< .01). 

It takes so much time to care for my child that 
I have little or no time for myself . 

Forty-seven percent of the sample indicated this was a problem. When 
the Stress Ratings given this problem were crosstabulated by income level, 
there was a pattern of results which indicated that the lower the income, 
the more likely that a greater proportion of the ratings would be higher 
than the expected value (chi-square = 24.29; 15df; P < .06). Seventeen 
percent of families with Low incomes rated this problem "enormous," compared 
with 3% of families with High incomes. Stress Ratings on this item were 
significantly correlated with Disability Scores (r = .40; £ < .01). 

One hard thing about raising a child with a developmental 
disability is that I will be doing certain caretaking 
tasks much longer than I had expected . 

Significantly more families in the Medium income group (70%) than expected 
by chance (60%) rated this statement a problem (chi-square = 8.17; 3df; £= .04). 
This income group alsf:? gave this problem higher Stress Ratings (chi-square = 
28.21; 15df; £ < .0?). Stress Ratings on this item were significantly correlated 
with Disability Scores (r = .50; £ < .01). 

The fact that my child has a handicapping 
condition has strained my marriage . 

This statement, analyzed separately for one and two parent families, 
was crosstabulated by income. The statement itself was "not applicable" 
for 57% of the single parent respondents, and was a "very substantial" 
or "enormous" problem to 30% of them. In two parent families, significantly 
more respondents in the Medium income level reported marriage problems 
(40%, versus 20% in the High income group, and 32% in the sample as a whole; 
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Chi -square = 9.05; iti^j £ < .Oj^- ' tress Ratings on this item were signifi- 
car.tly correlated with Disabii.i-4 Scores (r = .32; £ < .01). 

My lifestyle is different from what I expected it would 
be, because my child has a handicc.pping condition . 

Mothers with at least some college called this a problem more frequently 
(54% versus 34%; chi-square = 7.00; 3df; p < .07) and with a higher Stress 
Rating (chi-square = 23.89; 15df; £< .07) than mothers with high school or 
less. Stress Ratings on this item were significantly correlated with Disabil 
Scores (r = .39; £ < .01). 

I am concerned that my child might have difficulty 
developing self-confidence and self-esteem . 

Sixty-one percent of college graduates, compared to 42% of high 
school graduates, said this was a problem (chi-square = 18.00; 3df; £ < 
.00). The more educated mothers also tended to give this problem high 
Stress Ratings (chi-square = 43.36; 15df; £< .01). 

I worry that I tend to overprotect my child . 

The same patterns described above relating concern for the child and 
mother[s education level were found in this statement. Mothers with less 
than high school educations were less likely to say this was a problem; 
mothers with some college were most likely to say this was a problem; 
(27% versus 60%; chi-square = 13.89; 3df; £< .00). Stre^^ Ratings on 
this item were significantly correlated with Disability Sean -v (r = .18; 
p. < .01). ~ ' 

Mother's employment status was examined in the following survey item: 

Working members of our family have not been 
able to work even when they wanted to, because 
of our situation caring for our child . 

Families with incomes in the Low Medium range were least likely to 
say this was a problem (14%) whereas families in the Low income group 
were most likely to say this was a problem (30%; chi-square = 10.39; 
3df; £ < .02). Overall, 26% of unemployed mothers said that not being 
able to work, because of their situation caring for their handicapped 
child, was a problem. Thirty-three percent of single, unemployed mothers 
and 24% of married, unemployed mothers had this problem (66% of the married 
mothers and 66% of the single mothers, were not employed out of the home). 
Stress Ratings on this item were significantly correlated with Disability 
Scores (r = .33; £ < .01). ^ 
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Non-significant relationships , A number of factors were found to be 
unreal ted to the kinds of problems and stresses covered by this survey. 
The child's age and sex, the family's size, and the degree of the family's 
religious involvement, were all unrelated to respondent's Problem Scores 
or Stress Ratings. 



Discussion 

The results of this survey reflect the stresses and concerns of families 
of young handicapped children who are receiving a range of services for 
their handicapping conditions. The following discussion of the results 
and implications of the survey is guided by the four original research 
questions. In general, findings support previous research in this field. 

It is important to emphasize that 90% of the children were age 6 
years and under, so that certain problems associated with older handi- 
capped children were not found. The younger the child, the less likely 
the parents have been given a firm diagnosis of the child's condition 
or eventual functional disability. Many problems are not obvious when 
a child is young; during these years it is easier to physically handle 
a child and there is less obvious discrepency from normal development if 
the child has not yet mastered certain self-help and communication skills. 
Parents would not yet be able to predict if they would need to make archi- 
tectural changes to their homes, or set about finding an alternative living 
arrangement for the child as an adult. All of these reasons would contribute 
to the large number of "not applicable" ratings given on the survey state- 
ments. Indeed, many parents wrote in comments to this effect; e.g., '*She's 
too little to apply to some questions yet," .. ."Cindy needs to.be a little 
older before I know if some of these things become more of a problem." 

The impact of the older handicapped child on the family has been studied 
less thoroughly than the impact of younger populations, and professionals 
tend to underestimate the severity of the effects on the family (Wikler 
et al., 1981). More research needs to be done in this area, especially as 
more older handicapped children are remaining with their families, instead 
of being transferred to institutions. 

The severity of the child's disability was a significant predictor of 
both the number of problems families reported, and the Stress Rating they 
assigned to these problems. This relationship was found in every survey 
category, but was strongest for those categories which more directly re- 
flected the experiences of the primary caregiver: Impact on Family, 
Emotional Impact on Caregiver, and Role Demands on Caregiver. Individual 
survey items which described problems directly affecting the primary care- 
giver, either in her role as caregiver, or in other aspects of her life, 
had the highest correlations with the child's Disability Score (r = .32 
and above) . 

These results support findings reported in other studies (Korn et al., 
1978; Nevin & McCubbin, 1979; Breslau, Staruch & Mortimer, 1982). In 
Breslau et al.'s study, this finding held even when mothers' education. 
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family income, and race were controlled. The reasons that the severity of 
a child's disability is a. sociated with the number of problems an<? '^&vel 
of stress in a family are based on the real physical demands involved in 
caring for a disabled child. Mothers are generally responsible for the 
bulk of child care. It follows that they would directly experience the 
stresses of the "burden of care" involved in rearing a handicapped child. 
These stresses include time-consuming caregiving tasks, physically-demanding 
lifting and carrying, and the emotional drain that is the result of having 
too little time and energy for self, recreation, and relationships. This 
interpretation is supported by Breslau, Staruch & Mortimer (1982), who 
asked mothers to subjectively rate the extent to which the care of a dis- 
abled child restricted their non-familial roles such as being employed, 
continuing their education, following their own interests, and participating 
in activities CNtside the home. Role restriction was directly related to 
the child's dependence in daily activities (a measure of the severity of the 
child's disability). Also, the more restricted the mothers felt, the more 
maternal distress they experienced. 

The impact of a single stressor, like child disability, is difficult 
to assess alone. It is best understood in the context of other ongoing 
events that may intensify or diminish the impact of that stressor. In 
this study, a number of factors were associated with higher and lower 
levels of reported impact, whatever the child's disability level. 

In general, respondents in the High income group (over $30,000) had 
fewer problems and lower stress ratings than the sample average, and 
respondents in the Low income group (below $10,000) had more problems at 
higher Stress Ratings than the sample average. However, the Medium income 
group, families between $20,000 and $30,000, frequently had as high or 
higher problem and Stress Ratings as this lowest income group. There 
appeared to be two other factors which helped account for these results. 

One of these factors is that Medium income families are frequently not 
eligible for services because their incomes are above a certain level. Many 
respondents wrote in comments to this effect: 

We aA^ making it bat lo6tng g/iound. ThoAz mIZ come a tcmz, 
I am 6iViz, uihzn oua handLcappzd chAXd ijolll havz to do volthout. 

One father wrote: 

I thA.Yik It 16 a 6hamz thz 6tatz hzlp6 pzoplz voho havz io6tQA homu 
^o/i thuz ckLtdAzn and Social Szaunlty vollt pay, but thzy voon't 
hzlp tkz poAZYvt^ u)ho uxint to kzzp and lovz thZyUi handicappzd chUd. 
It 6zzm 06 >t.|{ m oAz being pun^Uhzd {^oK kzzptng ouA ckcld/tzn. 
ThzAz l6 no ^inancAJii hzlp anlU6 you oAz on vozl^oAz oK givz youA 
child up. OthQAWt6Z, thz AZ6t Of( tkz family dou voWiout. 

Another mother appended a letter to her survey: 

We havz ilvz fUd^, oua hou6z paymznt zqucJU hal^ o^ qua monthly 
tnaomz, all oua nzcz66aAy btU^Si 6uch 06 P.U.V., phom, 6ZWZA, zta. 
kzzp going kighzA, not to mzntlon thz co6t o{^ ^ood, cZothlng, and 
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tnm&pofUcuUon. Now uicC/i aZZ the. cxvU In tlie diHoAent budQdt^ 
m have bzen told ouA income l& too ItLgh ion. oua daughteA to be 
covered iuZZy by Cttlppled CkildAen'i SeA.vlc.cM. We wouZd have 
had to come up with $60-$100 a month to keep tkU> coveAage. 
kt tkU point we oAe going month by month thAoagh the Hanch o^ 
Vime^ to pay ioA heA theAapy, but I don'-C know ii Ma/tcii OjJ Visnts 
wiJtZ coveA any ho6pitaJi coiti ii 6kt geXi 6idi again. She li, juMt 
2 yeoAi old and ha& had a total oi Azven majoA 6uAgeAizi>. 

Another factor which would help explain the frigher Stress Ratings 
in the Medium income group is that some areas were given higher Stress 
Ratings by mothers with more education, and education and income are 
correlated. Mothers with at least some college had higher Stress Ratings 
for the survey as a whole, and for Impact on the Family, and Emotional 
Impact on the Primary Caregiver. This finding seems to be somewhat contra- 
dictory, since education is theoretically a "coping resource" (McCubbin 
& Patterson, 1981). Breslau, Staruch and Mortimer (1982) found that iflaternal 
Depression-Anxiety decreased as income and education level rose. Korn 
et al. (1978) found a similar, non-significant trend. €ther studies, 
however, have suggested that child disability is perceived differently 
by lower and higher socio-economic families. Parents with more education 
experience stress in terms of disappointed expectations for their chfld 
and themselves, whereas families with less education and income tend to 
focus on the caregiving demands and financial strains (Farber, 1960; Dunlap 
& Hollinsworth, 1977). This interpretation is supported by the finding in 
the present study that the more educated mothers expressed more concern 
for their handicapped child's emotional and social development. These 
mothers could be more sensitive to emotional problems tJiat can arise when 
a child cannot perform as well as peers and siblings. These mothers may 
also be more aware of how their handicapped child is different from peers 
and siblings. The more educated mothers in this sample also reported 
feeling more depleted emotionally therisel ves, and tended to view as more 
stressful the fact that their lifestyles were different from what they had 
expected, because of their situation with their handicapped children. The 
question of how education affects mothers' perceptions of their situation 
certainly deserves more research, especially since these results Hiffer 
somewhat from those reported by Breslau, Staruch and ttortimer (1982). 

Two ways in which the mothers' lifestyles might have been affected 
were explored in more detail. Analyses of the statement concerning marital 
stress revealed that significantly more couples in the Medium income group 
(42%) reported marital strain because of their situation with their handi- 
capped child. Least stressed was the High income group (22%). The fact 
that 30% of single mothers said that marital strain was a "very substantial 
or "enormous" problem, sugaests that having a disabled child contributed to 
the problems that caused at least some of these couples to separate. However, 
insufficient background information was collected to clarify this point. 
Definitions of marital distress vary widely, as do reported of the proportions 
of families with handicapped children who experience marital distress. Figures 
in the literature vary widely: 19% (D'Arcy, 1968); 25% (Korn et al . , 1978); 
39% (Blackard & Barsh, 1982a); 67% (Gath, 1977). 
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In our sample, one mother wrote in: "My handicapped child caused 
divorce;" another wrote in that her marriage was strained "very badly 
the first 18 months, now smoothing out nicely" (child was 3^ years); and 
another wrote "quits the contrary" beneath the statement. A disabled 
child may negatively affect an already strained marriage, and in other 
instances can cause a family to come closer together. Friedrich (1979), 
for instance, found that marital satisfaction was the single best pre- 
dictor of a. family's positive coping behavior with the situation of 
rearing a handicapped child. In the present study, it was not possible 
to determine If families with strong marriages reported less stress and 
more positive effects. 

Maternal employment status was examined for one and two parent families, 
by income level. Not being able to work when they wanted to was a problem 
for 27% of single mothers and 21% of married mothers. However, proportionately 
more of the married mothers for whom this was a problem said they were "un- 
employed and looking (54%); compared to single mothers "unemployed and looking" 
(30%) for whom not working was a problem. More married, unemployed mothers 
felt they had the option to work. Not being able to work was a problem for 
more of the Low income mothers (30%) and for fewer of the Low Medium income 
mothers (14%). In this sample, this was the income group that also had a 
highest proportion of mothers working part-time, 24%, compared to 11% in the 
under $10,000 group. Part-time work may be the least stressful, most attractive 
alternative for mothers who want to work. 

Breslau, Salkever and Staruch (1982) made the point that lower in^ e 
wives are more likely to be in an either/or situation of having to cho- 
between the conflicting demands of continued employment and caring fc 
disabled child in the home. They found that mothers from families wi 
incomes below the median were less likely to work if they had a disabled 
child, than if they did not. Mothers from famil s with incomes above the 
median were more likely to work (especially part ime) if they had a dis- 
abled child, than if they did not. Breslau et al. did not report the 
proportion of mothers of disabled children below and above the median who 
were actually employed, so that their data cannot be compared with data 
from the present study. Contrary to Breslau et al., the present study did 
not find that significantly fewer mothers with lower family incomes worked 
(33%) than mothers with higher family incomes (36%), but did find that more 
unemployed, single mothers felt they did not have an option to work. This 
latter finding does conform to an either/or interpretation of work status. 

The other side of this question—how many mothers must work wnen they 
would rather not* because of their situation with their child, showed that 
it was overall a problem for 14% of the sample, with no significant differences 
between income groups. 

In this sample, then, there were mothers who were not working when they 
wanted to, because of child care demands, and others who were working when 
they did not want to, because of financial demands. Respondents wrote in 
some comments that help explain this situation: 

I havz to mn,k ipoAt-timz {^ofi lyvtiHAancz co )QAagz. . . 
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I'm OLinjdid to changz occupatioru. faecaoAe thzKz miLtd be no 
iruu/iancz ion. thz chJJid. . . 

I mnAy hovo I can qzt a job and txikz my child to thcnapy a6 wM... 

CoAying ion. my cfuld cat Into thz 6maZl amount oi tarn I could 6pznd 
at voc\k, untiZ my mployoA had to cut my houA6 back tc tU6 than 
ixaJii timz. . . 

We havz to pay ion, kl& thA.nQ6 that oan tncomz Zzvtl pn,zvznt^ 06 
tj^om havtng—ijokich mzan6 I havz to mnk to pay ion. tkm. 

The conflicting demands experienced by these mothers are not generally 
different in kind from those experienced by working mothers of non-handicapped 
children, but they are more severe and are likely to persist longer. There 
are also caregiving demands associated with handicapped children that parents 
of non-handicapped children do not have to face at all, such as dealing with 
special agencies and obtaining information and special services, e.g.: 

T 6pend a gnexU. dzal oi tune and zHonZ illllng ouA. ionm ion. 
nzlatzd agznciu uohzn thaj could za^yity thoAz thz tnionmation. . . 

ThoAz l6 no czntAol nuouKcz that ha6 all thz cuAAZYvt options to 
bz avaJMiblz In thz an,za, and a h^X about zach option avoAlablz. 
A poAznt luu to bz a dzJtzctivz tc ilnd out iA)hat bo^t ion. onz'6 
child^ . . 

A lot oi tanz U> bpznt In dimply gzttlng 6QJivlcz& ouA child nzzdb 
that oAz guoAantzzd by law. 

In summary, the severity of the child's disability was highly related 
to the nuTiber and severity of the parents' problems. The primary caregiver 
experienced much of the impact of caring for the disabled child. Time 
demands and emotional strain were frequently cited, and the need for more 
respite was written in on mer.y surveys: 

Wo onz voUZ viXLtch my child zvzn ion an houA.. I need a bnzak. . . 
kdzquatz nz6p>U:z canz aj> not avalZal^lz. . . 

Insufficient respite was a problem for all kinds of families, even those 
that could afford to pay for it; there is a general shortage of trained 
respite providers and appropriate respite facilities (Blackard & Barsh, 
1982a). The role restriction experienced by primary caregivers and on 
family activities in general, could be relieved if more respite were readily 
available (Simeonsson & Simeonsscn, 1981). 

Financial problems were experienced to some degree by all income groups, 
but in different ways. Many concerns were related to fear of budget cuts 
for existing services, or eligibility problems for middle income families. 
Although the parents of the more severely disabled children had more^^ problems, 
a few parents of mildly involved children were also stressed, e.g., "I've 
found that many preschools are prejudiced against mildly handicapped children— 
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yet public education won't pay for the mildly handicapped, either." The 
number of families experiencing moderate or severe stress in any area was 
always a minority of the sample. Most parents were coping adequately and 
generally satisfied with their lives and the services their child was 
receiving. Blackard and Barsh (1982a) also found that fewer than half of 
their families reported negative changes resulting from their child's 
handicap. In that sudy, 30% reported a change in family goals as a 
result of a child's handicap. 

In the present study, the average respondent had an average Stress 
Rating between 1 and 2 (between "This situation is little or no problem," 
and "Thfs situation is somewhat of a problem."). Nevertheless, there 
were some individuals who were experiencing a higher intensity of prob- 
lems. Across respondents, 21% of the item ratings wore represented as 
"rather important, very substantial, or enormous" problems. These 
families were troubled despite the fact that they were already involved 
in the servi ,5 system for themselves and their children. 

Tnis last conclusion has several important implications for the 
design of a program to alleviate negative impact on families of handi- 
capped children. The pc'^onts generally did not need additional formal 
services for themselves and their children. They needed help coping 
with and fully utilizi exi' : ,ng ..ervices, and they needed some relief 
from the daily burden o...; j. The Extending Family Resources Project 
was designed to help in both these areas by expanding the family's social 
support network. Extended family members helped ^^irents deal with the 
system, for instance, by providing trarvi>portation or babysitting to make 
using services easier, and they personally assumed some of the physical 
aspects of caregiving so that the parents could get an occasional break. 
Final 1^, the Extending Family Resources Project fostered flexible coping 
styles and problem-solving abilities; families learned that they could 
continue to use social supports effectively as new problem areas 
appeared. 
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Children's Clinic and Preschool 

Spastic AifJ Coijncil Incorporated 

A SURVEY FOR PARENTS OF CHILDREN WITH HANDICAPPING CONDITIONS 



Below is a list of problems and concerns that are sometimes expressed by parents of children with handicapping conditions. 
While not everyone has the same experiences, we would like to know whether you have had these problems and concerns, and 
the extent to which a particular problem made it difficult to meet the needs of your child, yourself, and other family 
members. If you have more than one handicapped child, please answer the survey in terms of the oldest. If this list 
does not include experiences ycu have had, p?ease add them on the blank lines at the end of each section. All information 
related to this survey will be completely crnf idential . 

Read each sentence. If the item does nor ippiy to your situation, circle NA (for not applicable) and move on to the next 
line. Otherwise, circle the number that &est descrit/es how that situation affected you: 

NA This situation is not applicable to me or my family 

1 This situation is little or no problem 

2 This situation is somewhat of a problem 

3 This situation is a rather important problem 

4 This situation is a very substantial problem 

5 This situation is an efiormous problem 

1. FINANCES 



1. 


Because of my child's handicapping condition, I must buy more expensive toys, 
clothing, and equipment for her/him, than I otherwise would choose to buy. 


NA 


1 


2 


3 


4 


5 


2. 


I cafinot afford the special education that I want my child to have. 


NA 


1 


2 


3 


4 


5 


3. 


I worry that at any time our insurance company w^ll drop the benefits needed 
to pay for services for my child. 


NA 


1 


2 


3 


4 


5 


4. 


I cannot afford the special therapy my child needs. 


NA 


1 


2 


3 


4 


5 


5. 


I could not afford an alternative living arrangi25nent for my child. 


NA 


1 


2 


3 


4 


5 


6. 


I cannot afford special equipment my child needs (e.g. wedge, prone board, 
electric wheelchair). 


NA 


1 


2 


3 


4 


5 


7. 


I wo.T/ that I have not changed my will (or do not have a will) to plan for 
my child's financial security. 


NA 


1 


2 


3 


4 


5 


8. 


Because of my child's disability, I have had to (or will have to) make 
expensive changes in our house or apartment. 


NA 


1 


2 


3 


4 


5 


9. 


I worry that f/we will not ever be able to retire. 


NA 


1 


2 


3 


4 


5 


10. 


Some months, it comes to a choice between paying bills related to my child's 
disability, or buying groceries. 


NA 


1 


2 


3 


4 


5 


11. 


Because tha expenses related to my child's disability keep increasing, I just 
feel my family wiV never get ahead. 


NA 


1 


2 


3 


4 


5 


12. 


I cannot afford enough child/respite care to get a break as often as I would like. 


NA 


1 


2 


3 


4 


5 


Othe 


r 


NA 


1 


2 


3 


4 


5 



2. OBTAINING INFORiv'ION 



13. It has b^'in 'i *fic»;]t to obtain information on what services are available to 
my chT Id. 



1850 Boyer Avenue E. Seattle, Washington 98112 

Phone (206) 325-8477 
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NA 1 2 3 4 5 



14. I always see^n to find out about services for me or my child when it is too late wa i '> 7 a t: 

to make use of them. NA 1 Z 3 4 5 
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I would like to take some parent .training or pare'it education courses, but 
without a babysitter, or transportation, it is Impossible. 


NA 


1 


2 


3 


4 


16. 


I cannot tell if my child's education is as good as it should be. 


NA 


1 


2 


3 


4 


17. 


I cannot tell if my child's therapy is as good as it should be. 


NA 


1 


2 


3 


4 


18. 


I need information on how to handle arrd care for my child at home. 


NA 


1 


2 


3 


4 


19. 


I need information on managing my child's behavior problems. 


NA 


1 


2 


3 


4 


Other 


NA 


1 


2 


3 


4 


COMMUNICATING WITH PROFESSIONALS 












20. 


Hy child's doctors do not believe me when I tell them my child has a problem. 


NA 


1 


2 


3 


4 


21. 


The doctors or therapists treating my child have not talked to me in words that 
I can understand. 


^ NA 


1 


2 


3 


4 


22. 


When I try to seek help for my child I get the -run around" from the bureaucrats 
in human service agencies. 


NA 


1 


2 


3 


4 


23. 


I have questions about my child's disability and treatment that have not been 
answered to my satisfaction by the therapists or doctors seeing my child. 


NA 


1 


2 


3 


4 


24. 


I often have long waits at my child's doctor appointments. 


NA 


1 


2 


3 


4 


Other 


NA 


1 


2 


3 


4 



4. ELIGIBILITY 

















25. 


Because our income is above a certain level, we are not eligible for certain 
services that we really do need. 


NA 


1 


2 


3 


4 


26. 


My child's particular disability does not meet the eligibility requirements 
for services I think he/she should he getting. 


NA 


1 


2 


3 


i» 


Other 


NA 


1 


2 


3 


4 


5. AVAILABILITY OF SERVICES 












27. 


My child's therapist does not appear to have the training that would best help 
my child. 


NA 


1 


2 


3 


4 


2B. 


My child is not receiving as much therapy as he/she needs. 


NA 


1 


2 


3 


4 


29. 


The public -.'.r^ools are not providing the education that my child is entitled 
to under the law. 


NA 


1 


2 


3 


4 


30. 


I cannot find a program that offers the kinds of social experiences that my 
child needs. 


NA 


1 


2 


3 


4 


31._ 


The services that I would like for my child are located a long distance from 
where I live. 


NA 


1 


2 


3 


4 


32. 


My child has had to change teachers or therapists frequently, and this has 
resulted in delays in her/his program. 


NA 


1 


2 


3 


4 


33. 


Transportation for my child to and from appointments and school is not provided. 


NA 


1 


2 


3 


4 


34. 


There are too few recreational opportunities for handicapped children in our area. 


NA 


X 


2 


3 


4 
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35. It is hard to find a babysitter for my handicapped child. 



NA 1 2 3 4 5 



36. Finding an appropriate alternative living arrangement for our child, such NA 1 2 3 4 5 
as a group home, is (would be) difficult. 



7. 



Other 


NA 


1 


2 


3 


4 


5 


COMMUNITY ATTITUDES 














37. 


I have a hard time explaining my child's disability to friends and relatives. 


NA 


1 


2 


3 


4 


5 


38. 


Public places, like department stores, are just not designed so that I can 
conveniently bring my chil^J with rr,e. 


NA 


1 


2 


3 


4 


5 


39. 


I am disturbed by the lack of knowledge and the rudeness or intrusiveness 
of many of the people my child and I meet. 


NA 


1 


2 


3 


4 


5 


40. 


I get angry when people park their cars in parking places reserved for cars 
with handicap license plates. 


NA 


1 


2 


3 


4 


5 


41. 


I worry whether my child will be accepted by his/her peers and the community. 


NA 


1 


2 


3 


4 


5 


42. 


My child gets teased by other children. 


NA 


1 


2 


3 


4 


5 


43. 


Others find it hard to get along with my child because of his/her appearance 
or behavior. 


NA 


1 


2 


3 


4 


5 


Other 


NA 


1 


2 


3 


4 


5 


TIME 
















44. 


It takes so much time to care for my child that I have little or no time for myself. 


NA 


1 


2 


3 


4 


5 


45. 


It takes so much time to care for my child that I have little time to spend with 
my spouse or friend. 


NA 


1 


2 


3 


4 


5 


46. 


My child generally only lets one person hold and care for him/her, so that 
person rarely gets a break from child care tasks. 


NA 


1 


2 


3 


4 


5 


47. 


I spend a great deal of time every week transporting my child to school and/or 
appointments. 


NA 


1 


2 ' 


3 


4 


5 


48. 


It is difficult to keep my child happily occupied. 


NA 


1 


2 


3 


4 


5 


49. 


I cannot seem to get routine family chores done. 


NA 


1 


2 


3 


4 


5 


Other 


NA 


1 


2 


3 


4 


5 



8. IMPACT ON PRIMARY CAREGIVER 



50. 


One hard thing to accept about raising a child with a developmental disability is 
that I will be doing certain caretaking tasks for much longer than I had expected. 


NA 


1 


2 


3 


4 


5 


51. 


Emotionally, it is hard to accept that I may not always be able to care for my 
child at home. 


NA 


1 


2 


3 


4. 


5 


52. 


Sometimes I feel powerless to help my child. 


NA 


1 


2 


3 


4 


5 


53. 


.It is not easy for me to talk to my child about his/her handicapping condition. 


NA 


1 


2 


3 


4 


5 


54- 


I worry that I am not doing as good a job taking care of my child as I could be. 


NA 


.1 


2 


3 


4 


5 
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55. I am personally sick and tired of having to struggle, complain and fight so 
that my child can get the services to which he/she is entitled. 



NA 1 2 3 4 5 



56; Because of the demands of caring for a handicapped child, I have little 
emotional energy to deal with other areas of my life. 



NA 1 2 3 4 5 



Other 



9. LIMITS ON LIFESTYLE OR LIFE CHOICES 



NA 1 2 3 4 5 



57. As a family we feel isolated from our former friends and contacts in the conmunity. 



NA 1 2 3 4 5 



58. Socially, I rarely get together with parents who do not have a child with a 
handicapping condition. 



NA 1 2 3 4 5 



59. My lifestyle is different from what it was because my child has a handicapping 
condition. 



NA 1 2 3 4 5 



60. My lifestyle is different from what I expected it would be because my child has 
a handicapping condition. 



NA 1 2 3 4 5 



61. Working members of our family have not been able to work, even though they 
wanted to, because of our situation caring for our child. 



NA 1 2 3 4 5 



62. Working members of our family have had to take jobs that they otherwise would 
not have wanted, because of our situation caring for our child. 

63. A member of our family has not been able to continue with his/her education, 
because of the extra demands of caring for our child. 



64. I have had to decide where to live on the basis of my child's needs for 

special services. These services are not available in the area I would like. 



NA 1 2 3 4 5 



NA 1 2 3 4 51 



NA 1 2 3 4 5, 



65. Because of my child's disability I have a limited choice concerninq the design 
of houses or apartments in which we can live. 



NA 1 2 3 4 5 



Other 



NA 1 2 3 4 5 



10. IMPACT ON FAMILY 



66, The fact that my child has a handicapping condition has strained my marriage. 



NA 1 2 3 4 5 



67. My spouse and I disagree on what is best for my child. 



NA 1 2 3 4 5 



68. relatives cannot or do not help me with my handicapped child. 



NA 1 2 3 4 5 



69. ^^y child's grandparents are not as accepting of my child as they would 
probably be if my child did not have a handicapping condition. 



NA 1 2 3 4 5 



70. My other children do not get as much of my time and attention as I would like 
them to have. 



NA 1 2 3 4 5 



71. Hy other children have developed behavioral and personal problems as a result 
of living with their sister or brother who has a handicapping condition. 



72. I worry that I tend to overprotect my handicapped child. 



NA 1 2 3 4 5l 



NA 1 2 3 4 51 



73. I worry about my child's vulnerability to sexual exploitation. 



NA 1 2 3 4 5l 



74. I am concerned that my child might have difficulty developing self-confidence 
and self-esteem. 



75. There is so much concern for my child's developmental disability, that I 
worry that she/he does not have a chance to be "just a kid." 



Other 



NA 1 2 3 4 51 



NA 1 2 3 4 5l 



NA 1 2 3 4 5l 
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